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NOTE TO THE READER

The title of this 1ronograph contains ¥ vxpression nsumer
perspective’. Implied here is the notion that taere is no “ wue free’’
treatment of social policy and that there are sev- ral vie: pointsfre - v hichto

approach attendant care programsandsoc’.. - ~.itesingeneral. © . 1 ofthe
existing work in this area, be it descriptiv: .. +nalvtic, is comr ssioned or
undertaken by government bodies or * ¢ce providers. : natural
consequence, such studies tend to focus a.f - 's such .. Hudgetary
requirements or the administrative n & ader oy ane « workers.,
Seldom is the emphssis on the need: « < of 4 services.,
While, for example, the discussion ~f ~ == ,.r.s .7 s,-id - -at deal of
attention, the quality of the servies - - Gt Jermost in the
consumer’s mind—is quite ofte: =4 7. ‘ore, analysts
and researchers who want to . i+ people with
disabilitles for services which . . oo csality, have to
piopagate the nation of consu. N A Ta ..umer-oriented
research here nicc... »ark whir*. . ¢: - wd criteria and,
ideally, ;+ consumer-initiated and ¢ = - ~ sbidy carried out
under the auspices fthe Worla i; .. . -, % .nsumer-run policy
research and training institute, 1s an a..- .. « direction,

I find it difficult to give a balanced anauy s:s of Swedish social policy to a
non-Swedish audience. There is a strong temptation to concentrate on the
accomplishments of the Swedish system and (o focus on the impressive array
of cash payments and in-kind benefits that make one’s material life as a
person with an extensive disability so much easier in Sweden than in the
other countries 1 have visited and lived in. Speaking abroad to disability
advocates and service providers I feel very strongly that I am expected to
provide positive examples of what can be accomplished by a country’s
population and politicians who, for the most, believe in equality—not only at
the starting line but also at the finishing line—and who see economics not as
an exercise in cutting taxes but as a means to improve the quality of life for as
many as possible. And I do want to provide such examples,

On the other hand, Sweden is of nourse no paradise either, neither for
disabled nor for non-disabled people. People with disabilities are still second
class citizens in naterial terms as recent government investigations
demonstrate. Th i yet another problem area that deserves attention. The
increasing profess .nalization of social services that I observe in several
countries has come fu. (hest in Sweden. As one of the negative effects of this
development I see a growing dep-ndence among persons with disabilities in
many aspects of their lives, deperuence on alarge cadre of social workers and
similar professionals. Ii is thait job to assist us, but many times the services
they are providing are not designed in a way which increases our
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opportunities for self-direction; instead they often deprive us of possibilitities
to exercise our own initiative, to use and develop our judgement and
<elf-confidence. Asa result, many of us do not feel in control of our own lives.
in tnany countries the lack of materiai services makes people with disabilities
openly dependent on the charitable inclinations of their surroundings and
forces them into a restricted and undignified existence. In Sweden the
mechanisms of dependence are much more subtle; many of us experience
dissatisfaction, frustration, and despair without knowing where to look for
the causes.

My critical analysis should in no way be interpreted as an attack “gainst
the existence and extent of these services, the political commitment which
brought about the programs, and the underlying intentions of policy makers
and service providers. It would be an unfortunate misunderstanding, if
somecbody would want to use the material presented here as an argument
against ‘‘the welfare state’’. For people with extensive disabilities atterdant
care services are the very key to a dignified and productive life in the
community. In mybelief it is the government s responsibility to provide these
services as a fundamental civil right.

My aim here is to draw attention to the more intangible and qualitative
aspects of attendant care which impact on consumers’ lives as powerfully as
the quantitative extent of service provision. Such issues are power and
control, self-determination, self-esteem, and quality of hfe. Hopefully, the
monograph can contribute to a better appreciation of the diiference between
quantity and quality in service delivery, between the amount of hours
provided on the one hand and the way they are delivered on the other,
between tlie level of material means provided by the public and the level of
control exercised by the individual consumier over how these resources are to
be used, between being treated as an object and acting as a subject.

The initiative of STIL (Stockholm's Independent Living group) described
in the text is an exaraple for this distinction: The participants in STIL's pilot
project advocate and defend the notion that it is government’s responsibility
to provide the financial resources for attendant care programs. But what they
insist on is that consumers must be able, if they so choose, to organize their
own service systems in order to obtain control over this important aspect of
their lives.

I am well aware that the demand for consumer control may appear as a
luxury to people who live in countries with no assistance programs
whatsoever, to people who have 1o depend entirely on family or volunteers
for these services, or to people who have to pay assistants out of their own
pockets like my friend in California who spends a third of her modest annual
income on such services. Thus, to many readers the problems addressed
here might seem far removed from their every-day reality and too advanced.
Yet with the continued rise of the Independent Living Movement people with
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disabilities the world over will demand personal assistance programs. It will
be of paramount importance that we, the consurers, take the initiative in
shaping these services such that we giin greater independence and more
personal power through them.

The Author



I. INTRODUCTION

One of the main aims of the growing Independent Living Movement‘, the
international civil rights movement of people with disabilities, has been to
gain control over the services that are necessary for participating in society
on equal terms. Of these services attendant care has been identified by the
movement as perhaps the most critical prerequisite for a dignified and
productive life for persons with severe disabilities.

Attendant care, briefly, consists of assistance through paid workers with
dressing, bathing, personal hygiene, household chores and all the daily
activities that a person cannot perform by himeelf or herself. Other terms in
use for the same service are home care, in-home supput or home help.
Sometimes the distinction is made between household related tasks which
might be called home chore, home helper, domestic or home maker service
and more person and body related work which is commonly referred to as
personal care. Most of these terms are unsatisfactory. For one, they create the
impression that assistance is needed only in the consumer’s home implying
that people with disabilities spend their day inactively at home and not in the
community pursuing work, travel, social, and cultural activities like
everybody else. Assistance at home as well as outside the home is the very
key to the ability of persons with extensive disabilities to participate in their
com..n:nity and any language that suggests the opposite has to be avoided.
Also. 'mmonly used terms such as ‘‘attendant’’ and ‘‘care’’ carry
instit .1ioral connotations and do not project the image of active and
self-uirected sumers of such services. In the following the use of
**personal assis.ance’’ is suggested which is hoped to convey a more positive
and less restrictive image.

Personal assistance in any country is far from being available to all
Individuals with disabilities who need it. Where the service does exist it is
often not provided iz\ the extent and the form which would permit consumers
to realize their potential in gaining independence. Thus, in order tobe able to
influence legislators and policy makers, concerned consumers and service
providers are gathering information on those existing personal assistance
programs that contain features which have been shown tosupport the aims of
consumers. Among the countries tha. have adopted a national personal
assistance policy the Scandinavian countries are known for their extensive
programs in this area. Itis for these reasons that Swedish personal assistance
schemes for persons with disabilities and older people are presented here.

! For an account of history und ldeology of the Independent Living Movement see Dedong, G.,
The Motement for ndependent Living: Origing, Ideology, and Implications for Disability
Research, Center for International Rehabllitation, East Lansing Michigan, 1979.
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Comparative analysis in the area of social policy encounters many
obstacles. Apart from insufficient opportunities for the sharing and
exchanging of experiences across national borders one fource of bias and
misinformation consists of the fact that visitors engaged 1.1 exchanges of this
type are typically not consumers of the services which they are reviewing
They face the problem of assessing service delivery programs of which
neither they nor their hosts have direct experience. In many instances such
information impedes comparative analysis and, ultimat-!y, evaluation of the
transferability of programs from one country to another. In the following
monograph, the description of Swedish personal assistance programs is
therefore supplemented by some analyses and assessments which are based
on the author's experience as a consumer of these services.

Since people wi™ disabilities are an integral part of the general
population, social '+ .. y in this area cannot be viewed as isolated measures
aimed at this particuiar segment of society but has to seen in the pertinent
institutional framework and in the context of a country’s total approach to
income redistribution, social welfare, and health planning. Such a holistic
view facilitates understanding, evaluation, and assessment of the
transferability of individual programs from one social climate to another.

The presentation will therefore begin with a brief description of Swedish
welfare policy and some of its more important features as they apply to the
population as a whole. Next, an account of the services available to people
with disabilities will be given. The focus of the report is on Swedish personal
assistance programs. Such programs are available to a variety of groups, not
Just to persons with disabilities. Personal assistance services for people with
disabilities are available for a range of situations such as assistance at work
and school. Services for older and disabled citizens in their own homes are
perhaps the most important prerequisite for keeping people out of
institutions, as a brief survey of recent Swedish studies on
de-institutionalization shows. The main body of the paper consists of a
description and evaluation of such services based on statistical material as far
as it is available, information collected through the author's contact with
providers and consumers of the services as well as the author's own
experiences. The remainder of the study is taken up by a discussion of some
of the research issues raised in the presentation.

As a final introductory note, no specific references are made to the
mentally retarded the reason being that all the programs described here are
also available to this group. (The administration of the services might differ,
since there is special legislation in this area.) Group homes and similar
institutional or semi-institutional solutions for the mentally retarded,
however, are not covered here.



Il. SWEDISH SOCIAL WELFARE POLICY

Sweden is an industrialized country of some 8 million inhabitants who
enjoy a relatively evenly distributed high stas idard of living. The extensive
social welfare system for which Sweden is knowndates back to the econonic
depression in the 1930's when the labor-oriented Social Democratic Party
began its almost uninterrupted rule. In the Scandinavian tradition
government is viewed as a form of mutual insurance for all where, ideally,
each citizen contributes according to his or her ability through paying taxes
and is entitled to services according to his or her needs. In this tradition
government has adopted a comprehensive view as to the circumstances in
which intervention and support of groups and individuals is called for. Asa
result, the definition of what areas of human endeavor are to be considered
under the influence of the collective is in Sweden wider than in most other
countries. The comprehensive view on social welfare policy is backed up by
an impressive array of policy instruments which can be described here only
very briefly.

Division of Responsibility

The Swedish social welfare systemis . ‘ministered by the three levels of
government: central state, county counciic and local governments. The
national government is responsible for issuing :aws and regulations and their
enforcement. In addition, functions such as social insurance, housing
subsidies, labor market measures including vocational rehabilitation and
education are administered at this level.

The country is divided into 24 county councils which are responsible
primarily for health care and related areas such as medical rehabilitation,
provision of technical aids to persons with disabilities, and pregrams for the
mentally retarded.

On the third level of government, Sweden is divided into 280
municipalities charged wit™ the provision of housing, social services, public
transportation, and schools. Each level of government has taxing authority.
There is revenue sharing from central government to the county councilsand
the municipalities for specific programs. Local governments enjoy a
relatively large degree of autonomy in both the extent and the type of
services delivered depending on the local tax base and local political
priorities. It is for these reasons that the provision of certain social services
varies widely across the country with severe consequences for the
geographical mobility of persons with disabilities as will be developed.

13
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National Insurance Benefits Available to All

The backhone of Swedish social policy is the National Social Insurance
which covers health insurance, pensions, occupational injury, and
unemployment insurance. Swedish citizens and residents are covered
regardless of income. Except for a flat fee for some of the services the cost of
the National Insurance is borne by national income tax funds. Here a few
examples are presented for the extent and type of coverage under the
insurance.

Hospital care is covered by the insurance except for a nominal daily fee.
Outpatient visits at primary bealth centers, hospitals or at private physicians
who are affiliated with the National Health Insurance cost between 40 SEK
and 60 SEK in 1985 (1 SEK = $0.11 in 1985) which covers all the costs of
consu'tation, diagnosis, treatment iicluding physical therapy. For
prescriptions there is a flat fee of 50 SEK. Travel expenses incurred in
connection with these visits are also covered. Parsons with severe chronic
conditions requiring constant medications and supplies are entitled to free
medicine.

Sick leave allowances correspond to 90 per cent of the income which the
beneficiary would have earned, if he or she had not been ill. This amount is
taxable and is paid from the second day after notice has been given to the
local insurance office. If an illness continues for more than 6 days, a doctor’s
statement is needed. There is no limit to the amount of time for which this
compensation can be paid but, usually, after 90 days the insurance office will
take up the case and recommend action as to how the patient can return back
to work or should apply for retraining or disability pension, if the condition
seems to be of long-term nature?

Pension benefits consist of old age, disability, and widows’ and children’s
pensions. A disability allowance, for example, is granted .o persons with
functional impairment in order to provide compensation for the additional
cost of living due to their disability. In 1984 this tax-free allowance paid to
persons with extensive physical disabilities was 1,100 SEK a month. (For
comparison, the average gross income of an industrial worker was
approximately 8,500 SEK a month in 1984.) We will return to the disability
allowance in the discussion of alternative funding of personal assistance
services.

In connection with the birth of a child, with or without a disability, the
parents are paid an allowance to compensate for the temporary loss of
income. The father is entitled to 10 days’ paid leave. In addition, both parents
together receive the equivalent of a total of 260 days’ income which they can
share in any way they choose, before or after birth. Parents are also entitled

¢ The Federation of Social Insurance Offices, Social Security in Sweden, Stockholm, 1980, p.
21
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to a paid leave of absence of up to 60 days per child and per annum, for the
temporary care ol a sick child. After the eigth consecutive day a doctor’s
statement is required? Considering the liberal rules for sick leave and child
carc it is surprising to note that the average rate of absenteeism from work in
Swec °n was 21 days in 1984}

One of the main pvrposes of these insurance benefits is to encourage
women's participation in the labor force. In 1978, 71 per cent of the women
and 88 per cent of the men in the age bracket 16-64 were gainfully employed
in Sweden? For people with disabilities the corresponding figure was less
than 20 per cent despite a host of programs intended to promote
mainstreaming this group?

De-Institutionalization Efforts for People with Disabilities and
Older Persons

Sweden was one of the first countries to adopt the concepts of
normalization and integration. There is now widespread support in the
country for the notion that it is society’s responsibility to provide the services
necessary to keep older and disabled citizens out of institutions. These
measures include cash payments for general income support and benefits in
kind, legislation specifying a certain level of accessibility in the construction
of public and residential buildings, the provision of special transportation
services as well as personal assistance. At the end of this section some recent
Swedish studies will be reviewed which investigated the reasons why older
persons move to nursing homes and other institutions and what measures
would have been necessary in order to prevent these moves.

Cash Payments

In recognition of the fact that a disability entails higher costs of living
Sweden provides monthly payments to individuals with disabilities under
several programs. Eligibility is established by a physician’s statement. The
programs include the disability allowance referred to above which is a
tax-free general income subsidy administered by the National Insurance.

Housing expenditures are subsidized by many local governments in
order to increase the effective demand of persons with disabilities for better
quality housing. These housing allowances are available to the general
public, mainly families with childien and to retired persons, and do not carry
the stigma of a welfare payment, because a large segment of the population
qualifies for them. The amount of this allowance is determined by a formula
which takes into account the nurnber of bedrooms, household size, income,

3 bid., p. 27.

* Ivid.

¢ Jbid.

¢ National Central Bureau of Statistics, Disability: Participation and Equality?, Living Condi-
tions Report No. 25, Stockholm, 1981.
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financial assets, housing costs including rent or monthly mortgage
payments, and heatr g costs. The City of Stockholm, for exarnple, grants an
allowance to housenolds with disabled persons in such an amount that
housing costs do not exceed 22 per cent of the houschold’s gross income
adjusted for financial assets. As an example, a bachelor using an electric
wheelchair for mobility with a monthly gross income of 7,900 SEK is entitled
to 1,700 SEK to help him pay the rent of 2,900 SEK for his two-bedroom
apartment.

Assistive Devices

Assistive devices for persons with disabilities are considered an
important and cost effective part of the National Health Insurance. The major
regional hospitals have a department for technical aids where occupational
and physical therapists under the supervision of a rehabilitation M.D. run an
exhibition of devices. Clients can try out and take home a wide variety of
devices from electric toothbrushes to ceiling hoists, motorized wheelchairs,
speech communicators, word processors, etc. Devices are dispensed and
maintained by the hospital free of charge and regardless of income.

Accessibility in the Built Environment

Sweden was one of the first countries to adopt accessibility standards for
public buildings. The legislation was extended in 1977 and now covers also
residential construction both new and, less stringently, old buildings. All
structures erected after 1977 of threc floors and more in height must have
wheelchair accessible elevators. New construction and renovation activity
has, however, been low during the 1980’s and the lion’s share of the housing
stock is still inaccessible. In Stockholm, for example, 95 per cent of the
housing st '~ inaccessible to wheelchair users’?

While & U accessibility in the built environment will come about only
slowly, individual adaptation of the homes of persons with disabilities is
made possible by the State Housing Adaptation Grant. These funds are
administered through the local governments and are commonly used for
kitchen and bathroom remodeling. In some instances installation of staircase
elevators has been funded. The program is applied on the basis of need and
eligibility is not means-tested. If the recipient of the Housing Adaptation
Grant moves to another housing unit, he or she can apply again, if
modifications are necessary in order to use one's home as independently as

T Ratzka, A., The Cost of Disabling Environments, Swedish Council of Building Research,
Stockholm, 1984, p. 27.
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possible. Severa' recent. empirieal studles point to the important role of
accessible housing in keeping older persons out of ingtitutions! Some of their
findings will be discussed. shortly.

Transportation

Transportation services for people with disabilities are under the
responsibility of local governiments. As a result there is a wide variety of
solutions of differing quality and costs to consumers. Unlike the United States
where disability organizations have demanded equal access as a civil right
with ¢he emphasis on accessible public transportation, Swedish
municipalities and disability organizations have opted for subsidized taxi cab
transportation and segregated paratransit. To give an illustration, the
paratransit system in Stockholm County with a total population of some 1.2
million has a capacity of over 1,000 trips per day. The service has to te
ordered at least one work day in advance. The maximum cost to the
consumer per month is presently 160 SEK. (1 SEK = $0.11 in 1985) There is -
no limit as to the number of trips per month to persons eligible for the service.
In addition, about 8,000 trips a day are made by the altogether 70,000
persons who are eligible for using subsidized cabs? Subsidized cab service is
open to persons who on account of physical or psychological reasons cannot
use public transportation but do not need the spacial paratransit busses.

Travel outside one’s community to other points within Swedcn is made
both easier and less expensive by a new state prugram! Persons with
disabilities can apply for subsidized transportation b train, air, taxi cab or
paratransit, whichever way is appropriate in light of one's dicabili.,. T'he total
cost of the trip to the user corresponds to the cost of a second-class railway
ticket. The fare of a personal assistant, if required, is paid in full by the
program. Eligibility is based entirely on medical need, as certified by a
physician, and is not means-tested.

As far as public transportation is concerned, the underground system in
Stockholm, the nation's only one, is fairly accessible to wheelchair users but
no attempt has been made to make pukiic busses and trains accessible in
Sweden

* Berg, S. and Dahl, L., *‘Orsaker bakom flyttning till servicelagenhet, alderdnmshem och
langvard’’ in Tva studier om boende, service och vard for dldre, Spri, Stockholm, 1978;
Malmberg, B. and Berg, S., Aldres flyttningar till servicve och vard—Vetlanda 1981, Institut
for gerontologi, Jonkdping, 1982 ; Thorslund, M., Aldres flyttningar till service och vard—
Sundsvall 1980, Spri rapport 66, Stockholm, 1981.

® The statistics refer to the calend..r year 1984 and are taken from DHR Aktuellt Stockholm,
April 1985.

0 Roos, B., A National Transport System for Severely Disabled Persons—A Swedish Model,
World Rehabilitation Fund, Report #15, New York, 1982,
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Personal Asslstance at Work and in School

Before assistance at home, our main interest here, is taken up, a brief
presentation of assistance at sehool and at work is provided. If integration and
normalization of disabled citizens are to be achieved, personal acsistance
services are required to overcome the obstac es presented by all
environments. Two of the most strategic situations represent school and
work. Here the presence or absence of assistance often means the difference
between being forced to go to segregated scheols nd sheltered workshops or
to be able to choose education and employment according to onc’s aptitudes
and preferences.

Children and youth with disabilities can attend their regular
neighborhood schools given architecturally accessible structures and
personal assistance. Since 1967 the law requires all new schools to be built
accessible. Most schools erected before that date have remained inaccessible.
In Stockholm, for example, 60 per cent of all primary and seconda.y schools
are inaccessible. The rest are partially or fully accessible.

Since 1965, practical assistance is provided to disabled children and
youth of school age. Under the program an assistant may accompany the
student on the way to school, help him or her to the toilet, assist with lunchor
take notes. Sight-impaired students get readers, deaf school children qualify
for assistants trained in sign language. A student may have his own
individual assistant or share one with other students, depending on the
extent of the disability. Twenty per cent of all program participants in 1980
received this support during the whole school day. About 65 per cent of these
children and youth had a physical disability, 8 per cent a sight and 5 per cent a
hearing impairment. Eight per cent had psychological difficulties, and the
rest epilepsy, minimum brain damage, autism, and social adjustment
problems}!

To be an assistant requires no sper ! training. About 80 per cent are
under the age of 30. Many are just 2 few y» s older than the secondary
students they are working for. Most assistants a e housewives. The gross pay
in 1980 was 5,100 SEK a month for a school day. Assistants are employed by
the schools and students cannot choose who will work for them. The
program'’s costs are shared between local and central government with the
latter contributing 40 per cent. In fiscal year 1979/80 737 primary school
students were covered by the program at a total of cost of 39 million SEK. The
cost for secondary school students was 8.3 million SEK*

There exists a similar program at the university level, the main
difference being that the assistants are employed by the municipality where
the university is located and all the program'’s costs are borne by the central

1 Statistics on school assistants and their users from Integrationsutredning, Personlig assis-
tans for handikappade, Statens Offentliga Utredningar SOU:82, Stockholm, 1981, p. 170.
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state The service also assists students in obtaining adapted housing and
personal assistance in the home when they have Lo move from their home
town to a university in another part of the country. During 1978/79 costs wore
approximately 3.2 million SEK

What {mpact have these programs had on the educational integration of
people with disabilities in Sweden? The official policy is to start integration
already at the pre-school level. But in some communities the municipality
sends a babysitter to a child's home instead of assighing him a place at the
nelghborhood kindergarten, A very rough indication of the extent of schiool
integration is provided by a 1978 survey which found that 70 per cent of all
students with disabilities in 9th grade attended regular classes in their
neighborhood schools!* They were ‘‘individually integrated'’ to use the
official jargon, The rest was divided between those who attended special
classes in local schools (they were ‘‘group integrated'’ in the technical
Jjargon) or went to one of the 12 state-run special schools which exist at the
primary and secondary level. These institutions specialize in one particular
disability and take children from all over Sweden. Their enrollment has
decreased over the years as more regular schools have been made accessible
and as more students have assistants.

The type of school students with disabilities attend and whether they
have assistants depends to a large degree on the respective :aunicipality. As
mentioned earlier, 40 per cent of the program costs are covered by the central
state. Primary education is compulsory in Sweden, secondary is not. Thus for
students at the secondary level the local governinent is not obliged to provide
assistants. Instead, many municipalities are quick to refer secondary
students to one of the special state schools where all the costs including
assistants are borne by the central state—even if this necessitates moving to
another part of the country. The argument used by local school
administrators is often that special schools have many more resources.
Disability organizations, however, maintain that the social training among
non-disabled peers in the regular neighborhood class room can be more
important in the long run than, scy, the best physical therapy.

While it is widely recognized t'iat many students could not attend regular
classes without practical help from their assistants, the program is not
without critics. Some schools consider assistants as substitute teachers;
students with special needs might receive less individual instruction from the
teacher, if they have an ass:stant. Also, assistants will often do a task for the
student instead of aiding the child in doing the work for him or herself. The
distinction is difficult to see and to maintain for untrained personnel. Having
an assistant may reduce the student’s and the school’s incentive for using

" Brattgard, $.0., Hilmerson, G., Rorelsehindrade elever i arskurs 9, Department of Handicap
Research, Report 62, Gothenburg, 1978.
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technical aids. Overproteetive assistants may solate the student from his
classmates and nssistants may hinder the child's development towards more
Independence,

Often astudent witha disability receives the necessary practical aid from
classmates. This solution, however, cannot be relied upon in all instances and
ut all times, As pointed ont by teachers, the novelty of assisting a clnssmate
with a disability may wear off and leave the child inhumiliating dependeney

It has been argued that the presence of an assistant emphasizes the
disabled child's special status which i its IF constitutes o segrogative
clement, A possible solutionnmay Le whave ! stant, assigned not to the
student with a disability but ¢ e v hole« ., yaen he or she could also
assist other students who need help  1ich as immigrant ehildren who might
have difficultics with the language. In this way alse some of the above
mentioned problems could be alleviated.

Assistance at work is o state program administered by the Swedish
National Board of Labor and its local offices throughout the country. The
Board has a range of policy instruments at its disposal intended to improve
the disabled minority's opportunities in the labor market, Programs include
medical and vocational rehabilitation, incentives to the employer in the form
of wage subsidies, legal measures to force employers to hire workers with
disabilities (very rarely used) as well as grants for technical aids, such as word
processors, and mcdification of cars and work sites®

A relatively new addition to this list consists of the provision of personal
assistants to employees. Assistance may be in the form of practical help in
getting in and out of the car, going to the toilet, for arranging heavy items on
one's desk, and other aid which enables the employe« tc perform his or her
work. Sight-impaired workers can get readers, and deaf workers are entitled
to sign language interpreters under this program. The person assisting may
be a janitor, a colleague or somebody from outside the firm. The assistant is
employed by the same employer as the person with a disability. The
employer presently receives reimbursement of the assistant’s time in an
amount corresponding to up to 25 per cent of a secretary’s average full-time
salary. Thus, the employer is not encouraged to hire persons who need more
assistance than two hours a Jay. This program is also financed by the
National Board of Labor through tax funds.

Before starting with the description and analysis of in-home personal
assistance for older persons and people with disabilities, the main interest of
this paper, some empirical findings are presented on the question of which
services are most crucial in keeping people with disabilities out of

* Integrationsutredning, op. cit., p. 56.

** For a description of the program and some design solutions see Eimfelt, G. et al., Work Site
Adaptations for Workers with Disabilities: A Handbook from Sweden, World Rehabilitation
Fund, Report #20, New York. 1983.
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institutions. In the folloying some recent Swedish studion are helefly
diseussed that foeus on older people whomake up the najority of all persons
vequiring these in-home support serviees,

Swedlish Studies on the Requirements of De-Institutionallzation

During recent yeuars several research reports have been produced thit
deal with the reasons why a given person enters an insttution, and if so,
which type of institution, The studies resemble each other in scope and
approach and use samplos of actuil moves to institutions in five middle-slzed
Swedish communities'” and in the cities of Vetlanda™ and Sundsvall The
surveys use interviews with both staff and older persons who had moved to
an institution. One of the interesting findings is that the personnel who made
the decision as to whether a client was to move to an institution often knew
surprisingly little about how well the individual’s own home was adapted to
the person’s needs and how personal assistance needs were met prior to the
move to the institution. In many instances, it turned out that very simple
architectural modifications or assistive devices in the client’s home would
have enabled him or her to continue to live at home.

Another cohsistent finding was that staff and patients differed
considerably in their perception as to what ADL tasks the patients had been
able to perform prior to their institutionalization: the staff typically
considered the patients as less capable than the patients themselves. Patients
in an institution are not allowed to perform many tasks which are important
at home. Thus the staff’s judgement was not based on actual observation, In
addition, given the know n effects of hospitalism, ADL capabilities, especially
when not maintained through practice, and sel{-confidence can deteriorate
rapidly. One Swedish researcher found that with older persons irreversible
effects of hospitalism can in some cases be observed already after only six
heurs of institutionalization®

Bergstrom et al. investigated the consistency in the staff’s decisions®
The staff making placement decisions, social workers and medical doctors—
the clients themselves did not seem to have a say in the matter—had
considerable difficulties in differentiating between the client’s need for home
health care, day care or old age home placement. They felt on much safer
ground when they had to determine whether the client should be moved to
long-term hospital care, to a psycho-geriatric ward or to internal medicine.
The researchers found that the staff considered information on the client's

' Berg, S. and Dahl, L., op. cit.

* Malmberg, B. and Berg, S.. op. cit.

¥ Thorslund, M., op. cit.

» personal communication, Géran Andersson, SPRI, Stockholm.

2 Bergstrém, G. et al., “'Att placera aldringar i ‘ratt’ vardform”, Ldkartidingen, Vol 73,
No 30-31, 1976.
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housiy situition least important to the plivoment deelsion. Agreement wis
Jowesan the iternative of sending the patient home supported hy personal
assistants,

Accordingto one study persons moving to nnrsing hotes bad s iverige
of 20 hours per week personal assistance in their own hoame prior to thelr
maove, Ten per cent of the moves could have been avoided “absolutely ' or
"maybe’ by andnerease i hours according to the staff's esvimate = Inthe ety
of Vetlunda 16 per cent of the moves to nursing homes were found
unnecessary, Cabsolhately ' or Ymaybe’ if the averngle of five hours n week
which the patients had been receiving before referrnl 1o the nursing home
had been inereased to 27 hours, according to the staft? In the ety of
Sundsvall 50 per cent of the persona moving to nursing hotes hud personal
assistance at hote and 16 per cent of these individuids could have stayed at
home, in the opindon of the staff, if thelr average hours & week had been
raised from 9 to 22, Forty per cent of the persons entering nursing homes felt
that they did not receive sufficlent assistance at homes

In general, the studies face an important methodoloy o blemy in
asking staff and clients under what conditions an older per..on could have
stayed at honwe longer, Faced with this hypothetical question, one is not sure
whether and to what extent the respondent’s answer assumes the
availability of certain specified services or whether the respondent bases his
or her judgement on the actual state of affurs, i.e. some of the services may
not be available in the community, may be understaffed uraeliable or in
danger of losing financial support in the future. (Consider the fol'owing
example of a community whera there is no personal assistance service after
office hours and on weekends. Assume that there is an older person who
would need assistance also on weekends in order to continue living in his
home. Suppose now that a social worker i1s asked whether five more hours a
week of personal assistance would enable this person to avoid moving to an
institution. If the response is ‘‘no’’, there is no way of knowing whether the
social worker considers the person unable to live at home even with
assistance on weekends or whether the social worker did not think of the
possibility of extending the existing service to cover weekends.) This
difficulty is probably most pronounced, if the respondent has not heard of or
has no actual experience with the assumed services.

This points to a major shortcoming in these studies: none of them
investigated the quality of the personal assistance service that some of the
movers had used in their own homes prior 10 institutionalization: that is,
while the researchers recorded the number of hours of assistance received,
they failed to ask how dependable was the service in the consumer's

# Berg, S. and Dahl, L., op. cit., p. 17.
# Malmberg, B. and Berg, S., op. cit., p. 80.
* Thorslund, M., op. cit., p. 21.
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pereeption; was it available during evenings, nighis, anid weekenda; iid the
consumer Tive i sy 0w Hho wis 1o work for him or her, ad with vhat tasks,
at what hours”? The importanes of the quality of peesonial paaistanee sery jevs
fup constmers’ ability of partcipating i e comppunities has beep
develapeed further elsewhe pe:”

While the ghove surveys foctised on pesaons adready it institition,
Hedonins e¢f al. followed patieiity who were released from nnrsing hoes 10
their own hotnes ™ Uider supervision of the regional hospitid = nuesing home
in the city of Knlmar a considerable number of paticnts were able to yeturn
home with the help of personal assistants and miter howsing adaptations.

Swnmarizing the findings of theze studies, it seems that w considersble
pereentigie of older persons now tiving in instititions conld have stayed in
the-ir own homes, if supportive services had been aveilable to wlarger extent,
The most bnportant of these service was found to be perscnal nssistenes
Because of the methodology used in the Investigations it seems thie the
results wonld have Indicated even lirder percentagdes of URNecossary moves
to institutions, If the rescarchiers had pssumed improved personal assistance
programs, especinlly services that are pacre flexible as to the hours af the day
and week they are available.
© Ratskin A, CHemtsepviee s vems rogs? ", Seensh boadekapptedsh et No J0, el

* Hedemtus, M, Thorsell, U1 und Ahtund, O Medparede ool boendse - aft Steredmia frn
Sowgoirdsklienk, Drelepationen for Socied Forskgung, Rapport 8L, Soekholin, 18}
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Ul. IN-HOMEPERSONAL ASSISTANCH

In-llome Personal Assistanes Available (o Other Groups

I o personal aasistanee s avadable o only o persons with
disalalitios and older people. Most Bwedish households st one Qine or
another can apply for related progrigns. AT Dwese 0 Borie services are Fun
by the docal governments' cocial services olfice. fn this Fespect The prograing
for people with disabilities and older persons wne integeated with sery ices
that are avalable o the general pubilic and do it earey the stigma of 4
wellare program Before we discuss the in home sepvices for persons with
isabilivies, the pelat oo generad programs will be briefly descritied.

In Bome persial assistanes services ane available 1o families with
children when the parents are femporarily sick oF otherwise anable 1o care
for thew children. While the servics is itended for shorter PPN, Dersons
with disabllities can get this help for theie children on o reptular basis jn those
conununities where the serviee exists. In 1982 some 19,203 familios received
 tatal of 138 natlion ouaes oF 722 hours per year per farndy on the average

Another group that qualifies for the service are families with sick
children who novnally attend day cire o nurseny school The service is
intended o enable their parents 1o get 1o work. Agadn, the serviee s
temmporary and usually very hand to get, but parents of children with
disabilities can reevive roguline help. The service which also can be used us
respite care o relieve the main providers of personal assixtance may be
available several hours a week, an evening or o weekend, Only a fow
communities have this program. More commonly, pareits receive o salary
from the municipality for the care of their child. In 1982 some 35,450 familios
received i total of 149 million hours or 42 hours per year and family on the
average under this program?” This includes the hours provided by patents
who were employed by their respective local goveriument,

Finally, in-home personal assistance is available to disabled adults who
need practical help in their daily lives in their own homes. At this point it
might be uscful to briefly outline the history of the se rvice, because present
day organization as well as shorteomings and condicts will be casier to
understand from a historical perspertive.

Brief History of Swedish In-Home Personal A ‘sistance Programs

Swedish in-home personal assistance programs date back to the
beginning of the century when such services were established as small and
informal mutual insurance schemes at the neighborhood level or were

“ National Central Bureau of Statistics, The Home-Help Service during 1982 and Assistamce
Given in the Home or Other Facitities for the Aged and Handicapped on 31st December 1982
and Week 4.3, 1982, Statistical Report SCB $1983:14, Stockholm, 1983, p. L

* Ibid, 24



organtged by 1he incipient Jabor movement along the lines of trade
membership. These schemes wers prnardy intended o provide leiporary
relief to the family in case of the mother's illness.

With thie the Bocial Democratic Bty s rise t powsr in the 16is, hocal
HOvernients 1ok over the progrmms and expanded thepin. Now the service
was geared more tserve alder people inorder to free their children = usually
the davghters—from part of the respotmibitity of varugg for their AR
parents and fo enable them te enter the labop market. The service was
probably ot imeant to support senjor eitizens with extensive needs who lived
by themselven without nearby relatives. Nor was support o a jong:term
basis intended. For such cases a growing tumber of public old-mte homes
were huilt-

During the next decades bath in-home persotial aasistance servives and
institutions for older people increased in number, =3 the country s growing
industrialization with ita demand on the labor foree's geogruphical mobility
made it increaalngly diffieult for extended families W exist. Today the
institutional solution hax coine under croas fire. Although old-age homes are
now being replaced by the less institutional “service houses™ ® older people
demand more integrated housitg solutions in the regular housing stock. In
light of the skyrocketing costs of institutional care and the rapidly iereasing
population of older people these demands are heginning to receive general
support.

The 1980 have been characterized by a willingness on ihe part of local
governments to experiient with new types of in-home support services
which would enable senior citizens 1o remain in the regular housing stock
much longer than it has been possible up to now. Such services Include a
flexible cooperation between municipalities and county counclls (responsible
for health services) where regular personal assistance 18 supplemented by
visiting medical staff as needed. Experimentation is also under way in the
area of housing rehabilitation with the accessibility needs of people with
disabilities in mind. Noteworthy here are accessibility legislation for new and
existing structures, novel technical solutions for retrofitting existing walk-up
housing with elevators, and state subsidies for their installation® There is an
interest among health care planners in methods of delivering even advanced

» Sarvice houses, the suceessors of old age homes in Sweden, are occupied exclusively by
elderty persons who live in their own apartments and have access to leisure time activities
and personal assistance on the premises. The buildings are owned and operated by the
respective municipality. Admissions and eligibility are handled by the city's Social Service
Office, Tenants have regular rental agreements.

* For a description of some of these services and technical sol ations, their costs and probable
impact on de-institutionalization see Ratzka, A., The Costs of Disubling Environments,
National Concil of Building Research, Stockholm, 1984.
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medival treatiment i one’s huate with all the fequireiienta such an approgi-h
wotlil entall I tertes of architecture, iedical equipient, staffing, and
ofganiational solutuops

As this very Foadh outline of the histury of Buwedialy petsonal assiatatice
prgrams shows, the servives wepe intended primarily for older persons
whase functional disabilities were ot oo extensive Individuals of any age
With thore severe linitations - if they were ghie o survive in the fiest place <
eotild not exist outside of institutions When in the 1950% and 10d0's the
eopeepts of normalization and mtegration began to win ground, the groups
that were able to leave hospitals ahd olher insttutions (of avoid them) were
primardy thase individuals who vould benefit from advances in medical
rehabilitation o such g degree that they were ot depeident on personal
assistane in theie daily life In Sweden taday, persons with extensive
aisistance needs without the support of a family still have difficultios in
obtaining services which would epable them 1o live independently in the
cotmmunity. For most of them semi nstitytional cluster housing is the oply
alternative.

The reasons why Swedish personal nasistance schemes are not gesred 1o
support independent life styles of individuals with more extensive disabilitiay
can be found in the optanization of & sl personal saaistarne servioos
which has not changed materially since the 1930's. Service delivery has hot
been adapted o the needs of this relatively new consumer group who today
can stay alive due to the medical and technological advancements of the List
decades. Furthermore, the professional and hierarchieally structured
arganization from the 1430 has not been modified to keep up with changing
vonsumer demands for more flexibility and consumer contral which would
allow a self directed, active life style in the community.

It is interesting to note that it was in California, Denmark and England
that ventilator dependent post-polio patients left the hospital wards first. The
primary reasons were not that these places had superior medical attention -
California, Denmark, and England also were the finst to start personal
assistance schiemes that were designed specifically for the extensive needs of
these former patients® In the case of California and Denmark consumers
were given the choice 1o become formal emplayers of their assistants which
entails the maximum control over service delivery. This approach is in
recognition of the fact that the more extensive one's need of assistance, the
more important it is for the consumer to design his or her own system. In
countries without such extensive and consumer-controlled personal

* For information on California and England (St. Thomas Hospital, London) see Launie, O .,
Housing and Home Sevvices for the Disabled, Harper and Row, New York, 1977 Foe
information on Denmark see Ann hberg's paper presented at the Third Intermational Folio
and Independent Living Conference, St. Louls, Missouri, May 1985,
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assistance programs such as Sweden it took these groups much longer until
they c.uld leave hospital wards and nursing homes.

As an aside, the exodus of post-polio patients {rom their hospital wards in
California in 1959 that was made possible by the introduction of the: State
In-Home Support Service can be considered the beginning of the
Independent Living Movement. it the United States. The service as well as
the independent living skilis that these ex-patients acquired by hiring,
training, and firing their own persorial assisiarits enabled rmany of them to
become community organizers and disubility rights advocates. This may be
the reason why in the US raany of the most prominent disability leaders are
individuals with extensive disabilities. In Sweden, on the other hand, people
with disabilities—not to speak of those with more extensive disabilities—are
often in the minority in elected offices and staff positions in their own
organizations. The explanation, then, why consumer control in personal
assistance services has not been an issue for Swedish disability advocates
might simply be that they often do not need personal assistance!

Description an:d Analysis of In-Home Personzl Assistance Programs

User Statistics

The available statistics indicate that the program caters mainly to older
people. More than two thirds of all users are senior citizens. In fact, twenty
per cent of all persons of 65 years and older and 43 per cent of all Swedes
above 79 are users of the service. In 1982 a total of 330,000 persons or 4.12 per
cent of the total Swedish population received altogether 56.6 million hours or
172 hours a year on the average The average number of hours per person is
3.3 per week with wide variations, frora two hours every other week for
house cleaning up to several hours a day. Yet more than 30 to 40 hours a week
are rare® In many communities personal assistants are not available after
office hours and during weekends with severe implications for those persons
who need this service seven days a week day and night.

The contention was made earlier that compared to, say, Celifornia’s
In-Home Supportive Services Swedish personal assistance was more
oriented to older persons who need few ..ours than to persons requiring
extensive assistance. The annual average cost of e service per person
served by the program in Sweden was 10,300 SEK in 1982* In California the
corresponding figure for fiscal year 1983/1984 is $3,100* which implies
almost three times as many hours.

# Nationa! Central Bureau of S..istics, op. Cit.

® Ibid.

“ Ibid.

» Zukas, H., Cone, K.. Leon, J., Descriptive Analysis of the In-Home Supportive Services
Program in Califor.  World Institute on Disability, Berkeley, 1985, p. 1.
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Administration

In-home personal assistance programs are administered by the
municipal social service office at the neighborhood level. By way of an
example for the organization of the services, the City of Stockholm is divided
into 18 social service districts. Each district serves 20 to 30 thousand
inhabitants. Each district, in turn, consists of one to two dozen subdistricts.
The various social services including personal assistance are coordinated by
social workers at the district office who dispatch assistants to consumers in
their respective subdistricts. In this way social workers who also are
supposed to make periodic home visits and assistants gain familiarity with
their clientele.

Needs Assessment

The need in terms of the number of hours of assistance is assessed by a
social worker at the district office of the municipal Social Services Office. The
office is also responsible for case finding. In addition, hospital staff and other
public and private agencies that might have contact with persons in need of
the service commonly refer their clients to the program. Personal assistance
services are well-known by the geiieral public and lack of informati~n about
the availability is seldom a reasori why a person in need of the program Joes
not receive the service--with the possible exception of the growing
population of older persons among immigrants.

To the knowledge of this writer, no formal operational guidelines, as used
for example in California®, exist in Sweden for determining the extent of an
individual’s assistance needs. Social workers who are responsible for
assessing needs will point out that their directives are to take a person’s
whole life situation into account including such circumstances as family
situation, housing arrangement, and life style. Apart from regional
inequalities in the provision of these services, there are indications that even
within a given municipality the number of hours granted varies among
individuals with the same apparent needs¥

Home help for people with disabilities might consist of assistance in,
getting up, getting dressed, personal hygiene, cooking, shopping and
running erra.  is, house cleaning, taking walks, and similar tasks. In some
cases, older persons living by themselves without actual necd of personal
assistance will be offered a few weekly hours as a preventive measure.
Through the regular contacts health problems can be monitored and
counteracted but, equally important, the need for moving to a service house
or other institution merely out of loneliness is reduced. This psychological
problem is receiving increasing attention. One of its expression can be

* See for example, In-Home Supportive Services Needs Assessment, Social Services Agency,

County of Alameda, 401 Broadway, Oakland, California 94607.
* Personal communication, Ellen Saif-Bergstrdm, Stockholm Office of Social Services.
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inisecurity und fear of emergency situations. In that case a mechanical device
such as the emergency call system described in one of the next sections will
be of no real help. Recently the Social Service Office in Stuckholm has taken
the initiative of organizing small neighborhood groups: of senior citizens. The
v.ay the groups start is that the assistants who usually work for a number of
consumers will invite al! their clients together to an afternoon coffee hour in
one of the clients’ home. After a few introductory get-to-gethers the senior
citizens are expected to continue and expand this contact informally on their
own,

Assistants

Between 80-90 per cent of the assistants are female, usually middle-aged
housewives who choose working hours that suit their families. Four per cent
are full-tinie employed, 51 per cent work regular part-time schedules, the
remaining 45 per cent work on an hourly basis as needed. About fourteen per
cent of all home help assistants are relatives who are employed by the city to
work for spouses, parents or children who have disabilities?® Assistants are
paid the lowes* n unicipal wage, presently 38 SEK an hour. Of the 70,000
assistants who - ~ked in Sweden during 1980 about 30 per cent had reccived
some training, usually i two-week course® The question of workers’ training
will be taken up aghin below.

Costs

The municipal in-home programs’ costs are shared between local
governments and ceniral state. The latter contributes 35 per cent of the costs.
Despite some control over the enforcement of the pertinent regulations by
the National Board of Wel{are, decisions on type and quality of service rest to
a large degree with the local governments. As a corisequence there are wide
regional variations in service delivery depending on local government
finances and political majority in the city council.

In 1982 expenditures for the service on the national level amounted to a
total of 3,963 million SEK* This figure corresponds to about $445 niillion at
the 1985 exchange rate. Divided by the total Swedish population the amount
is 477 SEK or $54 per cazpita. These statistics demonstrate the wide
acceptance and the broad pctitical base for the service armong the Swedish
people. For comparison, in fiscal year 1983/84 expenditures for California’s
In-Home Supportive Services, the oldest and one of the most extensive
programs in the United States, cams to a total of $297 million which amounts
to $12 per capita, if divided by the total population

= National Central Bureau of Statistics, op. cit., p.18.
™ Jbid.

“ Ibid.

4 Zukas, H., Cone, K., Leon, J., op. cit., p. 1.
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The cost of the service to users varies widely among municipalities. In a
few communities the service is frec. In others, fees are charged per hour with
a maximum monthly amount. The ceiling is often means-tested and may go
up to 800 SEK a month in some cities. In other schemes all users pay the same
flat fee regardless of the number of hours of service rendered. In line with the
stagnating Swedish economy during the 1980's local gove rmment finances are
strained with the result that consumers’ fees are on the increase throughout
the country.

County Home Health Services

Where disability is accompanied by chronic medical conditions or where
assistance is required during the night, the responsibility for that part of the
service rests with the counties. In some counties, persons with such needs
and without support from their families will be offered a bed in a nursing
home, since no programs exist which can deliver that type of assistance.

In other counties assistance outside regular working hours is delivered by
the municipal home help staff, complemented by a visiting nurse where
necessary, and the cost is borne by the county. In some communities the
county sends its own staff, usually nurses’ aides, to one’s home for the more
medically oriented tasks while municipal home help assistants take care of
the non-medical personal and domestic chores. The solution seems
awkward. Besides the obvious difficulties in defining tasks and coordinating
the two agencies’ staff, consumers complain about the constant flow of
different people through their home disturbing their privacy. The distinction
between non-medical and medical tasks is not uniform throughout the
country. Some local governments—they tend to he characterized by high
incame, low tax rates and conservative rule in the city council—will define
personal tasks such as helping the consumer getting dressed in the morning
as medical in nature. The pay-off to these municipalities of this
“nedicalization’’ of personal assistance are lower expenditures, since the
county is responsible for medical tasks.

In several counties cash payments are made directly to the consumer
who turns over the money to his or her family or a person living in the home.
(This practice is called ‘‘object employment’’, the worker is employed to
work only for one person, the ‘‘object’’, as opposed to working in the regular
municipal home help force where assistants work for any consumers they are
assigned to.) In 1982 there were about 2,000 persons who received between
200 and 1,200 SEK per month tax-free from their county for working for a
household member#*To put this amount into perspective, 38 SEK is presently
the lowest municipal hourly wage. In a few undocumented instances some

* Daatland, S.0. and Sundstrém, G., Gammal i Norden: Boende, omsorg och service 1965-
1982, NORD, Oslo and Stockholm,1985, p. 71.
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countics pay market wages to the family members who care for the
“patients™, as the consumers are called under this scheane®

Bacart Service

Swedi h commmunitios by law have t provide paratransit services. In
contrast to other countrics, such as the 'nited States, no effort has been
made to 1nake public transprtation accessible. Usually there is door-to-door
service and the user is assisted iv negotiating architectural barriers such as
steps. Yet many will need nore assistance when outside their home.
Recognizing this need a few municipalities have recently started escort
services.

The escort is a muaicipal employee who is usually already working for
the social service office as an attendant and who accompanies and assiststhe
consumer while shopping or pursuing a leisure time activity outside the
home. In Stockholm, for example, users of the regular home help service
with more extensive functional disabilities are eligible and entitled to 15
hours of service per month for a maximum of three outings at five hours each.
The service is considered a complement to the regular home help and there is
no additional cost to the consumer. The escort service has to be applied for
several working days in advance. While the service recognizes an important
need, some users criticize the fact that they have no control over who will
accompany them on an outing and that there is no room for spontaneous
decisions. Some consumers refuse to utilize the program and prefer to make
their own arrangements with people they know.

Evening Patrols

Swedish central and local governments have adopted the aim of
supporting the disabled and elderly population in staying out of institutions
as long as possible. The belief in the higher quality of life in the community
has been aided by the now widely accepted cost advantages—especially in
the light of the predicted continued growth in the population of older
persons.

As already noted, in many communities municipal personal assistance is
not available after office hours or on weekends. Thus personsin need of more
extensive assistance who cannot rely on relatives or cannot afford to pay
workers out of their own pocket have to move to an institution. During the
last few years several cities have begun to remedy this situation by providing
services under a program called ‘‘evening patrols’’. The service consists of
tearas of two rrunicipal employees each who travel by car or taxi from one
consumer to the nextaccording toa pre-arrar.ged schedule. The patrol assists
with going tc bed and preparing for the night.
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So far the service has been adopted by sonie cities on an experimental
basis, mainly for older persons, The program has veen criticized by younger
consumers who point out that it is inflexible and unreliable, since a delay at
one point in the schedule will affect all subsequent users. The common
criticism, which applies to most Swedish personal assistance programs, |y
that consumers have no control over the staffing of this service and often wili
not know who will work for them on a given day. Also, recent articles on
personal assistance in the daily newspapers took up the disadvantages of the
service citing the example of an older man in Stockholm who has to goto hed
at 5 p.m. every day of the yeur—even during suminer when the sun Is u puntil
10 p.mM

Emergency Call Systems

Another development intended to decrease the need for institutions
consists of installing devices in the user’s home through which assistance can
be summoned. Senior citizens who live by themselves but also younger
individuals often express their fear of an unforeseen emergency which would
leave them helpless and unable to call for assistance. This insecurity is a
reason why many older persons without actual functional disabilities move to
institutions.

There are various devices and organizational solutions which can be
grouped into so-called active and passive systems. One active system, for
example, is a small wrist watch-sized transmitter which allows the user to
commmunicate with a manned staff room via microphones and loudspeakers
set up at strategic points in the user’s home. An example for passive systems
might be one where a municipal employee makes periodic phone calls to
check whether the user is well. Another example is a device installed in the
user’s home that automatically triggers off an alarm in a staff room, if no
electrical appliance in the home is used for a predetermined number of
hours.

Over 6,000 apartments in Sweden are connected to active systems and
900 which are hooked up to passive systems* The experience with these
emergency systems so far is inconclusive; many older personsdo not feel safe
with these devices and prefer human contact. A recurrent comment on the
part of municipal administrators is that technical solutions can substitute for
staff to only a certain degree and that the organizatiorial arrangement of who
will respond to an emergency call is of paramount importance.

The apartments connected to a staff room via an emergency call system
are either located within or in close proximity to service houses* As more
people living in the regular housing stock are to have access to emergency call

“ Dagens Nyheter, October 10 through 19, 1984.
* National Central Bureau of Statistics, op. cit., p.18.
“ For a description of these segregated housing and service facilities see footnote 29.
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systems, other solutions ng to the geographical location of staff rooms and
organizational arrangements have to be developed.

Fokus or Cluster Housing

Chuster housing under the name of Fokus housing is internationally the
best. known Swedish effort for keeping people with extensive need of
personal assistance out of institutions. This solution has been in existence in
Sweden for more than 16 years, The concept was first realized by the Fokus
Socicty under Prof. Brattgard in the late 1960's! The original 280 Fokus
apartments are located in 12 Swedish cities. The commeon pattern consists of
10-15 special apartments dispersed throughout one large apartment complex
of perhaps Hu or more units. In this sense the tenants with disabilities are
geographically integrated. Fokus apartments are designed for the
accessibility needs of wheelchair users. The units are connnected via
intercom to a staff on duty 24-hours a day. In the original concept the
apartments were mainly intended as a half-way house solution. Individuals
with extensive disabilities coming from parental homes or institutions could
in these units acquire the skills necessary for a life in regular Lousing.

Through the political efforts of the Swedish disability organizations and
the Fokus Society Swedish local governments in 1973 were charged with the
legal responsibility of providing that type of housing and services. Since that
date all Fokus units are operated and financed by the respective municipality
they are located in. Up to 1985 an additional 720 apartments have been built
throughout the country that differ somewhat from the original Fokus
concept. Cluster housing is no longer referred to as Fokus but as
“‘boendeservice’’ which might be translated as ‘‘hous’iv§ with service'’. To
the disability organizations that propagate for 1ore boendeservice
apartments the term ‘‘Fokus'’ has institutional connotations and they claim
that there are significant differences. Boendeservice in contrast to Fokus
apartments do not share common bathing, laundry, kitchen, and dining
facilities. The units consist of fewer apartments now ranging from 5 to 10
instead of 10 to 15. This decrease in numbers was to further improve the
geographical integration of the units in the neighborhood and to avoid any
resemblence to an institution. The basic principle, 24-hour access to staff
from a nearby common staff room, remains the same.

In Stockholm boendeservice apartments are built and operated by
municipally owned housing companies within the regular housing stock. The
additional construction costs of the units due to their larger-than-standard
floor plan, estimated at an average of 90,000 SEK per apartment, are covered

# Brattgard, S.0., Carlsson, F., Sandin, A., Housing and Service for the Handicapped in
Sweden, The Fokus Society, Gothenburg,1972.
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by the State Housing Adaptation Grant mentioned carlior” The stalf bhased in
alarge apartment within the apartment comples is under the direetion of the
home help service of the ety 's Soelad Service Office. The cost ofthe service tog
the consumer Is means-tested but does not presently exeoed 440 SEK o
month, The tenants of the boendeservice units are seleeted by the city's
Sociul Service Office who also ieases the apartients to the tenants,

Despite the 16 year old history of cluster housing in Sweden dittle has
been done in the way of critical evaluation, This fact can In part be explained
by the overwhelming lnck of independent living housing alternatives; as long
as for many individoals a bed in a nursing home Is the only hotsing
alternative, consumer organizations, service providers, and researchers
seem to be less inclined to critically analyze and evaluate boendeservice’s
limitations.

Though most of the residents seem satisficd with their living sltuation,
frequent dissatisfaction is voiced in private, Complairts about the high
turnover among the staff, the frequent changes of workers whom a resident is
exposed to, and the limited input in the decision of who is to assist a given
tenant are similar to those raised by individuals who use the regular
municipal personal assistance service in their homes outside of cluster
hosing settings.

Among the shortcomings specific to the cluster housing solution, as cited
by residents, is the possibility that assistants can be summmoned to work for
another resident whose momentary needs are considered more pressing. The
urgency of tenants' needs is assessed by the staff. Thus, during morning
hours the staff can seldom stay during one tenant’s entire routine without
interruptions (especially, if some workers have called in sick and no
substitutes have been found which happens quite often). Such interruptions
can cause considerable delays and as a result, residents find it difficult to plan
their day. Since staff members are often forced to set priorities in how to
allocate their limited time among the residents’ competing needs, tenants
have developed individual coping strategies. With time many residents have
learned to assess the probabilities of receiving assistance for various tasks ata
given time of the day and week and to adjust their needs to the staff’s
schedule. Another response is to try to gain a competitive edge over fellow
residents by developing a pleasing, non-offending attitude towards the staf.

There are recent developments which point to future changes in the
boendeservice scheme and its prominent position among Swedish housing
alternatives. During the last few years some of the residents with more
extensive disabilities in Stockholm's older cluster housing units have
successfully negotiated for their own personal attendants who are not

** Personal communication Gunilla Wahlstrém, anpassningsgruppen (housing adaptation
group), Fastighetskontoret (Department of Real Estate), City of Stockholm, October 26.
1984,
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connected to the unit and who come i the mornings for the entlro morning
routine. huring the rost of the day these resldents rely on workers from the
contral staff room s before, Residenis who muanaged to get these personal
asststants reportedly experlence the chunge as a significant improvement in
thelr quality of life, They report Inereused self-confidence galned from n
foeling of boing In charge and able to plan thelr day. It would seem that these
persons could move out of thelr cluster housing unit, if they managed to
develop a satisfactory back-up and emergency systens,

A handful of consumers In Stockholm and neighboring communitics
have gone a step further. They live in regulur housing and reerult, traln, and
schedule thelr own assistants. The workers are employed by the municipal
Soclal Service Office who administers payment of wages, tax withholding,
and all other employer’s tasks. The solution has not received any publicity.
Consumers with such arrangements have been reluctant to talk aboul, it,
apparently out of the unfounded fear that the solution is not completely legal
and might be taken away from them, if the news would spread.

Soclal workers have not made any attempts to encourage their clients to
find their own assistants. One reason might be that it isthe social worker's job
to perform these functions and the thought of informing clients of the
possibility of finding their own assistants might not have occurred to them.
There are also institutional hinders to this solution. Most consumers who
have such arrangements need part-time workers, since they do not have
enough hours for the 8-hour shifts of full-time assistants. Part-time work,
however, is not looked upon favorably by the unions who demand full-time
positions in their drive to upgrade the status of workers. Social services
offices are reluctant to put new part-tirne workers on the payroll also for
economic reasons, because they have to first find work for their full-time
employees who receive fixed monthly salaries regardless of the number of
hours worked. Further, some social workers when asked about this solution
do not see any advantage for the consumer in it. They will also point out that
in their opinion only very few of their clients have an interest in or would be
capable of running such a system.

Assessment of Personal Assistance Services

Administrative Compartmentalization of
Personal Assistance Service

Conceptually, personal assistance services consist of practical help with
all the tasks which consumers cannot perform by themselves due to their
disability. These tasks may range from getting up in the morning and needing
assistance with bathing, toiletting, and dressing to household chores such as
cleaning, shopping and preparing meals. Similar help might be required at
work, in school or wherever else one may be. Assistance might be needed
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with transportation, moving shout. town, muking phone cidls or running
errands, Depending upon the nture of the disabitity o wn or op slgn
langunge Interpreter may bo requlred,

While consumers may not soe a difference hotween the need for prictical
help, say, In gettng to the tollet wt home and at work, in Sweden the
responsibility for funding, administration, and ecradtment of workers In the
two sltuations will be entively different, Assistants at work are under the
Jurlsdiction of the local offices of the Stute Bonrd of Labor Market, whereas
in-home support is the responsibility of local governments. In some
communities, as mentioned above, a difference is made between household
chores (under the responsibitity of local governments) and personal hygiene
(sometimes considered o medieal task and ag such the charge of the
respective County Council). Consumers eligible for the escort service have to
apply to a special section within the munieipal Soctal Service Office. If they
cannot use public transportation for that occasion, they also have to order the
paratransit service at the County Council's paratransit office. The escort or
any other municipal worker for that matter is not permitted to drive the
consumer in the consumer’s car,

To the consumer the compartmentalization of persounal assistance
services has severe consequences. For one, the agencies involved have their
owneligibllity criteria and periodic eligibility checks; they answer telephone
calls only during certain hours of the day; services have to be ordered at least
one and sometimes several work days in advance. Thus, the individual
consumer has to spend quite a number of hours each month in handling
these contacts. Consumers who do not have the time or energy required for
these adminstrative tasks or do not have the capability or possibility to plan
their life so far in advance, for example for health reasons, cannot utilize the
services to the degree they would need them.

Consumers are often dependent on not only one but several services.
With each additional service used, the probability of delays or breakdowns in
the total system increases rapidly as problems can arise in any link of the
chain. At a recent conference on housing and services for people with
disabilities in Stockholm the national chairperson of a Swedish disability
organization told the audience that du:ing the previous week she had lost two
days of work. Her cluster housing facil ty had be *n short of staffand when the
paratransit driver arrived to pick her up to work she was still in bed. The
transportation service that has to be ordered at least one day in advance
could not wait for her. The example jllustrates the vulnerability of the
consumer who is dependent on the smooth interaction of services provided
by several agencies. Regarding our example, to many consumers the ideal
solution would be that the worker who assists them with their morning
routine also drives them to work. Since this arrangement would be

36

35



Q

ERIC
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contidembly less expensive L te pamtiansitservice, the solution would
even allow subsiclization of the consumers' wse of their own car wud sl he
RAvanLageons (o the thX payer.

The most far-reaching consequenee of the fragmentation of services is
the sense ofatienation: and powerlesstess which the division of responsibility
for the programs breeds in consumers. OFall services which determine the
consumer's quality of life personal paslstunce 18 probably the singdle most
important one, ‘N split up personal ansistanee into many different
compartments over which the individual hos nacontrol may make iditheult
for the consumer to see his or her Life aaaounity, Under such corciimstunees it
s difficult to pereelve oneself in charge of one’s life,

Economics of and Obstacles to De-Institutionalization

In Sweden one of the expressed nims of assisting older people and
persons with disabilities in their homes s to reduce the demand for costly
institutional care. A bed in o long-term ward excluding food and medically
related expenses cost approximately 480 SEK u day In 1982" This cost
consists mainly of labor costs for personal ussistance and capital costs for the
physical plant. In comparison, the cost of one hour home assistance to
Stockholm City was 60 SEX including all eiployer's costs and administrative
expenses:” Thus, compared to the most expensive institutional alternative it
pays to provide home assistance, as long as the need does not exceed
approximately elght hours a day.

This admittedly rough calculation nevertheless reflects some of the
economics involved. Administrators are quick to point out that it Is a person's
whole life situation and not economic considerations which will determine
where a particular individual will end up living. The irony ls, however, that
many more individuals with disabilities—among them Individuals in thelr
twenties—us well as older people could leave hospital wardsand other costly
institutions. if planners would follow the economic criterion. The number of
persons presently put up in nursing homes who could live in their own home
with several hours assistance a day has been estimated at 7,000 in Sweden®

There are several reasons for this obvious waste of human and monetary
capital As has been pointed out already, in many communities the services
available cannot support perscns who need personal assistance outside
regular office hours. Often, it seems, the relationship between insufficient

+ Ratzka, A., op. cit., p. 61.

 [bid. Rent or capital costs do not have to be added to the at-home allernative, since moving to
the institulion does not always free the patient™ former housing unit; there might be a
+7» -use or other household member who continues to occupy the apartment. Most people
u):on moving to a nursing home do not want to consider this move as final and try to keep
their old housing for several years.

“ ~Boer eservice i varje kommun'’, Svensk handikapptidskrift, Vol 58, No 9-10, Oct. 1981,

p. 21. 3 7
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inhomwe personad wasistanee and the pesulting need for institutional care is
ot properly understood by pligniners i the pespe ctive government ageneies.
Such an understandingg would reguire eloser cooperation between varions
levels of government. There are, however, obstacles o siely cooperstion:
In-hne dssistanee is padid by e city, hospital care by the county. Politivians
AL el leved e ot willing to scgglest i rdse in local taxes to finghee
 larger imunicipal assistance program--a progrism which would save money
for the county. Only e few counties hiave started subsidizing municpal
In-home support seevices.

Anather reason why many persons cannot legve insitutions or have to
move to institations is the shortage of aceessible howsing. While legislation
requires wheelehile aecessibility for all new resideptial construction and,
considerably less stringently, for renovated older structures, the pumber of
necessible units is still severely limited. In Stockholm, for example, 86 per
cent of all housing is inaceessible 1o wheelchair users™ Thus, the probability
it a person who acquires o disability s already living in an aceessible
structire is sinall. Moving to w newer and uccessible building is made difficult
and time consuming by the tight housing murket in the larger cities, Recently,
central and local governunent subsidies have become available that cut in half
the awner's cost of retrofitting imlti-family structures with clevators. Unlike
the State Housing Adaptation Grant mentioned earlier, these subsidies are
available regardless of whether any persons with disabilities are presently
occupying any of the apartments i a given building, Apartments are the
prevailing form of housing in Swedish cities. Since lack of elevators is one of
the most important reasons why people with disabllities have limited cholces
in the housing market, the program holds great promise for allowing people
to stay in their own home v hen they become disabled. At the present, the
subsidy progiam is still too new to have any significant impact on current
v institationalization efforts,

Prcfessionallsm and Limited Consumer Input

Swedish perscr cesistance programs and social services in general are
characterized by a vov . Cwards professionalization. The unions are on
recard for pushing for upgrading of 4+ sistants’ status and an important aim is
full-time employment. -Vhile in 1980 only fiur per cent of all Swedish
municipal oersonal assistants were employed full-time, in 1982 this figure
was already seven per cent and can be expected to continue to rise. At the
same time the nu:::. -*r of persons who are «:aployed by the municipality in
order to work for a aisabird member of their family, living in their household
or not. has been decreasing from 24 per cent f all worke:sin 1970 te i por
cent . 1982 According to one obsers:y, “av.l ae prnicipalitier “vhere

* Ratzka. A.. op. cit., p. 27,
* Daatland, $.0. and Sundstrom, G., op. cil., p. 68, "
Jd 3
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taday not a singtle assistant worka for a relative This tresnd as been scribied
10 sfforts o the part of unions i local goveriunents o uppnde the
profescional status of their staft>

I would seein thae an increase i fall vioe g 0o Hhe
total numbaer ofemployees. o particular, wiay atidents ang
other typical part time workers will decrea My sorinpgen consimess of
personal aasistance prefer the eabality in working haves and attitudes tha
often charucterize: these workers.

Anather step towards more professionalisme aneg] 4 TR
copsists of the denands by the unions and the organizationa i people with
disubilities for more workers' training. The unions expect higher status and,
ultithately, better pay (slthough at present more training is uot rewarded by
higher wagdes). The Jarge dissbility ordanizations support these demands in
the hape for better quality service.

A strajghtforward way of limproving the quality of the service would
seeim 10 be o raise workers' wages; more applicants would compete for a
given number of positions and selection criteria could be raised. The problem
remains of whose eriterin would be used, For personnel adiminstrators at the
municipal soclal services office formal qualifications such us health care
related courses and work experience In institutional settings are important
selection criteria. Yet such qualifications are questioned by many
experienced users of personal assistance who live outside of Institutions.
Younger consumers will point out that the courses offered by local
governments are geared towards assisting older persons who make up the
majority of all consumers of personal assistance. This training, it is claimed,
instills attitudes in the workers towards their clientele which younger
consumers find negative. The same goes for work experience in institutions.
Signs of attitudes that do not support a sense of self-direction and self-worth
among consumers can be found in some of the language around personal
assistance. In many regions workers, for example, are commonly referred to
as '‘home samaritans'’, The Good Samaritan, according to the biblical
account, saved a half-dead, robber victim whom he happened to see at the
wayside from a certain death. Thus the term seems to imply that the
consumers' life and well-being is completely dependent on the charitable
instinct of some chance passers-by. Further, the work of the ‘‘home
samaritans'’ is commonly called *‘vard'’, *‘omsorg’’ or "‘att ta hand om''—
terms that suggest passive dependence and being taken care of. The view of
people with disabilities conveyed in this language is incoriipatible with the
goal of full participation and equality.

* bid.
“ Ibid.
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Many users of personal dasistanes feel that the less wstitutiongl wark
expericnee and health care re aed tralning dassistaiits have, Bt o opeak of
vourses I disability psychologdy offered by some social service offices 1o Ywie
workers, the easief it is for the copsyier to direet Ris oF her assistapts §f
sopiebady is to be tralned, tany cotaumess contenid, it should be the yaers of
personal aasistance  Th motivate and divect another person tikes sotw
payehalitical and educational skills which hiave 1o be leariest. Besides, the
TUTRONEE Tate Ao assistants, abunt B30 per cent per year in Stockholing’ s
much higher than atongd consumern whice foakes vestinents in gsers’
trainig moie seahingful  Innevative wnd auccessful miethods for training
ronsuihers are availlsbje™

A i selection criterion, then, fany consusiers wogl 1 sigddest gendal job
performance. Sice persopiel adiniistrstors, hoawvever, seldom have the
opportunity to ohserve workers i the home S conasuiners, the perfurmaice
eviluation would have to be done by the ndividual consuiner. Such an
approach as well as the notion that it should be the cotsimer who traian and
supervises his or her pssistants 15, however, conteary o the aim of oprading
workers' professional status.

The move townrds higher forms of professionalism finds another
expression in the recent introdiction of assistant teams. In Stockholm, for
example, in severnd districts assistants work in groups of four o five Each
morning the team starta the day by mecting in their stalf room, usually an
apartment rented by the city's social service office in the neighborheod of the
team’s clients. During these morning meetings workers discuss and
distribute among themselves the tasks for the day. The mtlonale for this
Innovation s to improve the assistants® working conditions by providing
them with a place of their own for meetings, meals, and support from their
colleagues.

The solution has not gained popularity atmong consume:. for the
following reasons. For one, staff meetings at 8 a.m. for 20 minutes or more
mean that consumers cannot start their moming routine before 8:3) a.m.
which Is too late for people who -vork or have children. Also, some
consumers fear that when assistants discuss their work load with each other,
details of the clients’ private lives will be exchanged. About 2010 30 per cent
of the assistants’ working hours are spent on activities such as staff meetings,
training, travelling to consumers' homes, and rest periods®

Y Personal communication, Gerdt Sundstrom, Department of Gerostology, University of
Jonkoping

* One of the main services offersd by Independent Living Programas in the US are Independent
Living Skills C a: <8, See for example, Saxton, M, "Peer Counsehing”, in Crewe N M,
Zola, lrving K. and Associates, Independent Living for Prysically Drhvabled Prople, Jossey:
Bass Publishers, San Francisco, 1983

* Personal communication, Gerdt Sundstrom.
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Another example of professionalism are wasks of therapeutic nature
which the Social Service Office charges the workers with. Thus, assistants
areto "‘activate’’ consumers. To “‘activate’’ usually means that assistants are
to perform only those tasks which the consumer cannot do himself or herself.
In a recent report on the quality of personal assistance in Stockholm
conducted by a disability organization a common example of this approach
was cited. Workers will dust off the upper corners of pictures on the wall and
motivate consumers to do the lower corners which are in reach for a seated
person™ To many consumers the issue in using assistants is not only that they
need help in getting chores done which they cannot do themselves; many
tasks which the consumer might be able to perform himself will take much
time and energy which can be spent on other activities, say, employment.
The choice as to how to spend their energies, consumers contend, should be
theirs. A similar expression for what might be termed paternalism is a recent
decision by the Stockholm Social Service Office that prohibits attendants
from buying alcoholic beverages for their clients.

A list of regulations governs the various tasks which assistants are
allowed to perform in a consumer’s home. For example, in Stockholm a
worker is to clean only the consumer’s bedroom, bathroom, kitchen and
living room but no other area. Linen or carpets may not be laundered. No
windows above the ground floor may be washed for safety reasons. For many
consumers house cleaning is done every other week on a fixed day regardless
of unscheduled needs. There is much uncertainty around these written and
unwritten rules which tends to cause confusion and insecurity among users
of the service.

The regulations not only limit the type of tasks which the workers may
perform, they also specify the assistants’ working conditions. The
consumer'’s home is somebody else’s work site. Thus, a supervisor at the
city’s Social Service Office may inspect the consumer’s home in order to
check, for example, whether the bed is of the right height and accessible from
at least three sides. The regulations are the result of periodic negotiations
between the city administration ana the labor unions. Individual consumers
or their organizations have no part in these decisions.

The area where the lack of consumer input is felt most is the decision of
who will work for a particular user of the service. Many consumers will
contend that the work consists of very intimate moments and constitutes a
close social relationship during a large part of the day. Also, the cor.sumer, by
the nature of the work, is forced to expose his or her everyday life and private
sphere to another person. Under these circumstances having an outsider, a
social worker at the local Social Service Office, decide who will work for a
particular consumer can be experienced as a humiliation. The asstmption

 Nordstorm, M. and Orn, G., Studie ver hemservice for handikappade, H X Stockholms
lan, 1984, p. 27.
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that any assistant can work for any person, the explicit rule especially in
cluster housing units, arnounts to a denial of an individual’s uniqueness as a
human being. Implied in this rule is the attitude that all people with
disabilitics are the same, as if their disability was the only important aspect of
their person. (This stereoty pyi ¢ mechanisi when applied to other groups,
toa di - “rent race or sex, for example, is commonly called racism or sexism
and r 1 Jered a forin of discrimination.. When directed against people with
a. s the Independent living Movement refers to thi, attitude as
“hanc  .ppism’’.) As one consumer, a woman, stated at a recent conference
on cluster housing, ‘‘it is 0!y after I moved to boendeservice that I no longer
have control over which meln enter my bec¢toom'™

A repeated complaint ' consumers is that social workers, out of an
alleged misunderstood protessionalism, will see to it that no personal
attachment develops between client and worker. For that reason consumers
often hesitate to indicate a preference for particular workers, since they fear
that as a result other workers will be assigned to them.

There is also a very tangible and practical aspect to this issue. Individuals
with extensive disabilities have specialized needs that differ from person to
person. Each time a new worker comes, he or she has to be instructed and
trained by the consumer in work routines that might be unique toa particular
consumer. In this way a morning routine that will take, say, three hours with
a trained worker might take up to one or two hours more. Apart from the
agJdravation and inconvenience of being awakened by a stranger who has to
be instructed, the delay will affect the consumer’s ability of leaving for work
at the scheduled hour. Since turn-over among the municipal employees is
very high—one consumer in Stockholm is on record as having had 67
diferent workers within a single month®—the uncertainty about at what
hour a person will be able to leave his or her hoine in the morning might bea
contributing factor to the high unemployment rate among persons with
extensive needs of personal assistance in Sweden.

To workers the presently high turnover rate and resulting frequent
changes in assignments are not satisfactory either. They often report
discomfort when they are sent to new and unknown persons whom they have
to assist with intimate tasks such as personal hygiene.

In summary, there is a clear conflict between workers’ attempts to
upgrade the professional status of their work and consumers’ interests in
obtaining more control over service delivery and quality. The question then
is how both quality of personal assistance and worker satisfaction can be
improved without turning the work into a profession.

 Confere nce on boendeservice organized by Stockholms kommunala handikapprad (munici-
pal counc.l on disability issues), Almasa kursgard, Stockholm, January 28, 1985.

* Personal commurication, STIL (Stockholm Independent Living group).
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Decentralized Financial Responsibility and Regional Inequality

As stated above, the responsibility for providing personal assistance
services rests with local governments whose expenditures for the service are
subsidized by the central state. Since the services provided in a given
community will depend on awareness of needs, political priorities and
municipal finances, extent and quality of personal assistance vary widely
among municipalities. As a result, persons with disabilities depending on
these services face severe restrictions in their geographical mobility
unexperienced by their non-disabled peers. Within the County of Stockholm,
for example, an area consisting of some 24 separate municipalities,
individuals with needs of personal assistance during the night and on
weekends who cannot arrange these services through their families or by
hiring assistants with their own money, are able to live in only half a dozen
communities without running the risk of having to move to a county
institution.

In this regard then the decentralization of social services to the local
level, as prescribed by Swedish legislation, has been detrimental to the
efforts made by people with disabilities in becoming equal participants in
society. In the view of this writer financial responsibility for personal
assistance has to be as centralized as possible, that is, be paid for ¢n toto by
national income tax revenues in order to avoid regional inequities. A possible
vehicle for such a transfer at present would be an expanded National
Disability Allowance (handikappersdttning). The program which was
described above is meant to compensate persons with disabilities for the
additional cost of living incurred as a consequence of their disability.

At the same time, this solution would allow the control over the service
to be as de-centralized as possible; consumers, if they so wished, could
administer the funds necessary for hiring their own assistants themselves or
turn over the money to the city’s social service office or some private agency
that could provide the service. The choice would always be the consumer’s.

Funding personal assistance at the central state level through the
present disability allowance would also keep more persons with disabilities
out of costly institutions. As was pointed out in previous sections, the present
division of financial responsibility for personal assistance and health care
between municipality and county gives financial rewards to those
municipalities which provide a minimum of personal assistance services;
persons who cannot manage on such a minimum will have to be referred to
nursing homes which the county pays for. With central state funding for
personal assistance shuffling people with disabilities around would come to
an end, since consumers vould have the means to purchase the services
anywhere.
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Limited Choices

In Sweden the alternatives for persons with extensi - disabilities in
housing and personal assistance are still severely limited. The options for
people needing extensive personal assistance are living with their families, in
nursing homes, using the municipal personal assistance service while living
in the cornmunity, and rluster housing.

In communities with poorly developed personal assistance prograius, as
developed above, people with disabilitien are often forced te: stet services from
their relatives after office hours and on weekends. When parents or spotises
are no longer capable of providing the necessary practical aid, there is often
no other place to go but the nursing home —especially, if the person has never
had the opportunity of acquiring the skilis of living on his or her own. Nursing
homes, the Swedish disability organizations contend, should never be
considered an acceptable housing solution fur people who do not have tolive
there on medical grounds. Despite public statements by Swedish politicians
on their committment to de-institutionalization and on its economic
advantages there are still people with disabilities living in nursing homes,
often people in their eurly twenties, purely for lack of appropriate personal
assistance services in their communities.

Given these choices, or rather lack of them, the advent and development
of cluster housing has been embraced by public officials and consumer
organizations alike as the solution to the housing problems of persons
requiring extensive personal assistance. The number of persons agod 20-65
in need of this arrangement has been estimated at some 10,000 which, for
comparison, is 0.12 per cent of the total Swedish population cr more than two
thirds of all Swedish wheelchair users in that age bracket. The estiilnate made
by one of the most powerful Swedish disability organizations has gone
unchallenged® While the estimate may be correct as far as the number of
persons is concerned who are in need of more extensive personal assistance,
the conclusion that these assistance needs have to be met in cluster housing
arrangements only must be considered unfounded.

The cluster housing solution, some consumers point out, implies that
people with disabilities have to move to where the services are and not the
other way around. The result is a severe restriction of the geographical and
social mobility of people with disabilities in need of personal assistance
which profoundly limits their possibilities for full participation and equality.
The term ‘‘koncentrat’ (concentration) commonly used in the jargon of the
Stockholm Office of Social Services for cluster housing is a good description of
the geographical limitation and the semi-institutional character of this
solution. Cluster housing is presently not available in all communities and in

% As quoted in Mansson, K.C., Housing with Day and Night Services for the Severely Dis-
abled, The Swedish Institute for the Handicapped, Stockholm, 1982.
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all nelghborhoods. Nor does it allow tenants to live in any other form of
housing than apartments in multi-family structures! Also, unlike in regular
lease contracts tenants of boendeservice units are not free to swap
apartinents with anybody they choose. In Stockholm’s tight housing market
exchanging apartments is an easy and popular method of adjusting onc’s
housing to changing needs. For tenants of boendeservice apartments,
however, exchanges are possible only with persons who qualify for
boendeservice according to the Soclal Service Office's criteria,

STIL: Consumer Reaction in the Form of An Incipient Independent
Living Movement

As a result of a seminar®™ on the Independent Living Movement in
Stockholm in December 1983 Stockholm’s Independent Living Group (STIL)
was formed with the objective of increasing the number of personal
assistance alternatives for persons with extensive disabilities. While STIL
does not deny the advantages of boendeservice over institutions or parental
homes, its members argue that boendeservice as the only solution cannot
satisfy different, individual needs. Persons with extensive disabilities,
according to STIL, despite their common need of personal assistance are
individuals with different personalities and social and economic background
who have the same right to find their own way of living as their non-disabled
peers. The flexibility implied by this right, STIL members claim, depends on
two requirements:

¢ not linking housing 2 d services into one bundle as in cluster

housing

¢ municipal or, preferably, central state personal assistance

allowances directly paid to the consumers to enable them to
purchase the services from whomever they cnoose.

Personal assistance programs that incorporate these two principles, STIL
members contend, enable individual consumers to custom-design their own
assistance system by making all decisions as to staffing, scheduling, training,
hiring, and firing. In order to demonstrate the feasibility of such solutions
STIL is preparing a pi."t project where consumers of personal assistance will
function as employers of their ussistants. STIL is currently negotiating with
the City of Stockholm fur an agreement where the participants in STIL's
project will receive the amount that the city presently spends on the
respective individual's personal assistance. The funds will then be

* Recently a few cities, such as Gothenbury, have sta~ted boenderrvice units where con-
sumers live in single-family row houses. Iecause of the lower density of singie-family
housing this solution involves larger waiki»y distances for the staff and has not been popular
with the unions.

* Participants from the United States were Judith Heumann and Edward Roberts, World
Institute on Disability, Berkeley, Cailfornia. From the United Kingdom came Ken Davies,
Derbyshire Coalition of Disabled Citizens and Neill Slatter "arapshire Independent Living
Center.
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administered by the participants either individually or in form of a
cooperative. Participants will have the cholee of tuking on the administrative
tasks associated with being an employer or charging the cooperative with
that task.

Since STIL's membership consists of individuals with extensive
disabilities facing very limited housing choices, the organization's initiative is
seen malnly as a protest against cluster housing, While boendeservice has its
rightful place among the present linited housing und personal assistance
alternatives in Sweden, these recent developments indicate that consumers
there have begun to question the monopoly position this solution has had for
so long.

The hypothesis is here suggested that when the number of cluster
housing apartiments in a given community increases beyond a certain level
relative to the number of persons in need of personal asistance, the only
other alternative for many, a nursing home, ceases to serve as the sole
reference point and other imaginable solutions are explored that prornise
more degrees of freedom. Perlaps it is no coincidence that STIL was founded
in Stockholm which is the city with most cluster housing apartments per
capita in Sweden, presently 150 apartments in a total population of some
600,000 inhabitants. The most active members in STIL are residents of
boendeservice units who expect considerable improvements in their whole
life situation from moving out and administering their own assistance service.

As an aside, the above argument might explain why the Fokus scheme
seems to face less criticistiis in the Netherlands than boendeservice in
Sweden—despite the fact that the Dutch cluster housing solution has
retained more of the institutional characteristics™ of the original Swedish
Fokus scheme than boendeservice. People with extensive needs of perscaal
assistance have apparently considerably fewer alternatives in the
Netherlands than in Sweden which can be shown by some rough
culiculations.

The number of persons in the age bracket 18 to 65 and in need of
extensive personal assistance has been estimated at roughly 10,000 in
Sweden and 15,000 in the Netherlands® In the Netherlands, as of 1984,
approximately 1,300 persons or 9 per cent were housed in residential centers

* Dutch Fokus units, for example, consist of 10-15 apartments whereas boendeservice units
have 5-10 apartments. Dutch Fokus units, in contrast to Swedish boendeservice, are still built
with commmon kitchen, dining, laundry, and bathing facilities. Judging from the account of
Gerben DeJong (Independent Living & Disability Policy in the Netherlands: Three Models of
Residential Care & Independent Living, World Rehabilitaton Fund, Report #27, New York,
1984) assistance with household chores in Dutch Fokus units is not available before 8 a.m.
and after 6 p.m. which makes for late breakfasts and early dinners, nor seems to exist the
possibility of using Fokus assistants outside one’s home. In Swedish boendeservice units
assistants are supposed to be available for household chores and outings as long as there is
enough staff for the other tenants’ needs.

* Ratzka, A., ‘*Speculations on the Future of the Fokus Scheme'" in DeJong, G., op. cit., p. 87.
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sueh as Hot Dorp™ (an entire village of 400 inhabitants in need of personal
agsistance); 200 or alittle more than ¥ per cont lived in Fokas units; and the
remainder, about 13,600 or 90 per cent, stayed elther in nursing homes or
had to rely entirely on family for assistance, since there s no personal
nssistance program for persons living outside residential centers or Fokus? In
Sweden residential centers such as Het Dorp and its smaller versions are
unknown and would be unacceptable to disability organizations and policy
makers. About 1,000 persons or 10 per cent live in cluster housing; some
3,000 or 80 per cent live in nursing homes? the remaining 6,000 or 60 per
cent live at home with personal assistance provided by municipal home
helpers. Since in many communities such assistance is not available after
office hours, an unknown percentage in this group has to rcly on
supplemental assistance from family members or other sources.

Fokus housing in the Netherlands offers comparative advantages which
help to explain its popularity. In a very tight housing market and without
national accessibility codes in residential construction it is apparently very
difficult to secure accessible housing in the Netherlands which makes the
relatively spacious and subsidized Fokus apartments very attractive. Also,
Fokus housing with ADL-assistance paid for by state insurance is financially
considerably more attractive than the residential center alternative where
the resident is left with a mere pocket money or living at home in the regular
housing stock where assistance has to be provided by family members or has
to be purchased with the consumer’s own money™ In Sweden boendeservice
offers no such financial incentives.

Under such circumstances there is no way of knowing how much of the
Fokus scheme’s popularity in the Netherlands is explained by its intrinsic
qualities and how much is merely due to the overwhelming lack of better
alternatives tolerated by a weak consumer movement.

STILsinitiative has met considerable interes. and also initial resistance—
the latter not surprisingly from the established aicability organizations who
are strongly committed to the boendeservice . «Jel. In STIL's view one of the
reasons, why cluster housing has become t! 1in solution propagated by
these organizations, is the fact that Swedish .., vility advocates traditionally
have often been persons who do not need personal assistance or have no
disability themselves and who therefore lack a first-hand understanding of

* For a personal account on Het Dorp see Zola, LK., Missing Pieces: A Chronicle of Livingwith
a Disability, Temple University Press, Philadelphia, 1982.

% Deteong, G., op.cit., p. 53.

© In 195" an estimated 7,000 persons of all ages were staying in nursing homes who could
manage to live in their homes with several hours of personal assistance a day. (‘‘Boendeser-
vice i varje kommun'’, Svensk handikapptidskrift, Vol 58, No 9-10, Oct. 1981, p. 21) Today,
this figure is probably lower. Also, since most of the people in this group wer: 35 or older, the
number of persons in the age group 18-65 most likely does not exceed 3,0uU.

" DeJong, G., op. cit., p.64.
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the importance of personal assistance for g self-directed fife. ST haog
recognized this Hmitation and does not. permit, persons without need of
personal assistance on its board.

Interestingly, nuich of the initial registance has come from the polltical
‘eft who opposed STIUs proposed models of consnmer control s
“individuallstic™. The argument 1s that personal assistance Is the
responsibility of and should be administered by public bodies under full
coctrol of the democratic process instead of private and perhaps even
oreit-oriented Interests, In this positlon STILS initiative is seen as partof the
recont “privatization” wave which proposes private and often profit-making
colut ons for services, such as health care, which in Sweden have
tradiiionally been considered to be in the public domaln. STIL members
respond that they do not ae themselves as helpless hospitalized patients
who need protection from private profiteers but as healthy, self-directed
individuals living in their own home and pursuing an active life who know
waat is in their best interest. STIL also points out that it must be in the
in.crest of all forms of government that some decisions remain in the private
sphere and are not subject to public control, namely, decisions about such
mundane everyday tasks as when and how to go to the toilet. The attitude of
critics on the left towards STIL has improved considerably after it was
announced that participants in the pilot project, if they so wish, will form a
consumer cooperative which functions as the employer of their assistants.

Swedish unions are known for their reluctance to support
de-institutionalization fearing that they cannot protect their rwinbers’
interests outside of large institutions. Thus, they have been critico ..{ STIL's
proposals arguing that personal assistants could easily be ex: .oited, if
employed by individual consumers. Today, due to pressure from th. unions
municipal Social Service Offices have issued a multitude of rules that. regulate
in detail the tasks assistants are to work with. STIL coi.tends that in the
consumer-assistant relationship, made possible in the STIL-..roject, both
have equal opportunities for and an interest in establishing : satisfactory
working climate where both parts together can reach agreeny 1ts. In this
way, assistants too can choose whom they want to work for in cci. /rast to the
regular municipal home help service or boendeservice where ti:ey can be
ordered to go to anybody. More than 10 per cent of STIL's membership
consists of boendeservice workers who support STILs initiative in the hope of
improving their own working conditions through the pilot project.

One of the most persistent arguments against STILs personal assist ince
initiative is the contention that not many persons with disabilities have the
ability to manage their own personal assistance. These doubts are most often
advanced by sacial services professionals and by non-disabled functionaries
of disability organizations some of whom have called the proposed STIL
project ‘‘elitist”’. STILs reply is that even if not all consumers are willing or
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able to administer thelr own personal aasistance service, this, in itself, would
not constitute sufficient grounds for hindering those who are abie and willing
from doing so. In most other areas differences i needs and aptitudes among
eitizens are recognized, In fact, insisting thit all consumers of personl
assistance shouid have the same system, STIL contents, is reminiscent of the
stereotyping attitudes which people with disabilities have been exposed 10
for so long, By assuming that all consumers of personal assistanee have the
same needs, abilities, and preferences this type of prejudice in effect denies
people with disabilities thelr uniqueness as persons,

In order to give as many consumers as possibie the opportunity of
administering their own personal assistunce STHL has on its program peer
support groups and peer counselling coiirces where consumers can acquire
the necessary administrative skills and train to become more self-directed
and assertive individuals,

When pointing to the documented success of consumer-controlled
personal assistance services as they exist for example, in California,
Eng..nd, New York City, and Denmark; the reply is often that in Sweden
there is a different social climate wherv local governments are strongly
committed to providing such services. Swedish law In this area
(socialtjdnstlagen) counts people with disabilitics among the *‘weak’’ groups
in soclety together with children, older people, immigrants, etc. whose
special protection local governments are charged with. Asit is often put, “In
Sweden we take care of each other’’. In this climate consumer-run assistance
services are scen as a necessity in the US to which people with disabilities in
Sweden do not I*:ve to be exposed to. The fuct that in Denmark (whose social
welfare policie /e quite similar to Sweden's) individuals with extensive
disabilities have had persona! assistance schemes!® as propagated by STIL,
since the late 1950's is yuite disconcerting to advocates of this position.

The language used by STIL. seems to stir up sentimens, suct as STil'z
insistence on individi:al contiol over hiring ard firing. In a social climate
where terms like ‘“‘home samaritan” were developed, the thought that
persons who have extensive disabilitics and depend on physical help should
be able to fixe their ‘‘samaritans’’ is 4 ‘»ovocation to many. The same is true
for STIL's cemand that individual consumers have to be able to be employers
of their workers, if they so chocse. While anyone is legally free to hire cther
persons’ services, tosc1 '@ people ir: Sweden, the word *‘employer’ seems to

7 Rosenfeld. D Cost Compr.rison of 87 Ventilator D-pendent Individuals: Hospitalization
vs. Home Care, Concep: - of Independence, Inc., New York, 1985. F.r information on
California and England (S. Thomas Hospital, London® see Laurie, G., ¢, cit. For informa-
tion on Denriark see Ani ‘-erg's pajr presented at the Third Internaticrial Polio and
Independent Living Confe: -1 22, §t. Louls, Missouri, May 1985 sponsored by the Gazette
International Networking 1. - irute, St. Louis, Missouri.

“ The pertinesit legislation i i'enmark is § 48,3 of the Danish Social Services Act {bist-
andsloven)
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carry the connotatlon of upper cluss membership, The thought of peaplo
with disabilities as employers might cause some discomfort then, beeause it
would turn thelr pereeption of the soclal order upside down where people
with disabilitles have always been at the bottom of the totem pole.

STIL which considors itself as part of the world-wide Independent, Living
Movement polnts to the uneven distribution of power In the encounter
between professional service provider and eonsumer and talks about the
need for people with disabilities 10 empower themselves, Muny persons
including individuals with disabllities dislike the word *‘power’ in this
context, Persons witn disabllities are apparently not expected to be
sell-directed and assertive, since physieal derendence Is often automatically
associated with emotional dependence,

i
<
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V. RESEARCH ISSUES

Despite the et thit public: persopal assistance: prograns have: been in
exlstence in Sweden Jor over 50 yeas there bue been suepeisi iy litte inthe
way of policy eviduation. The work that hissheen done inthis w s estricted to
gathering deseriptive statdsties on numbers of hoars providec by type of serviee,
puamber of consumers, sadf, and expenditunes: Decision. ¢ 1 the extent and
organizationad form of the serviees seem o he made by focad politichng and
administmtors without virtually any auadytie wesearch or questions such a8
needs assessient, quadity of seeviees, mpact of the secviee n consumer* Hves,
the mte of suts ditution between person astistanee and oher serviees for preople
with disabilities, or the influence of personal wssistance or the incidence of
institutionalization.

Sweden is probably one of the countries with the oldest and most extensive
experience in this area, For these reasons acd because o be country's
longstanding tradition of keeping excellent records Sweden srovides aunlque
opportunity for in-depth studies of personal ass stance, Rescarch on Swedish
personal assistance delivery systems, with due consideration of the problems of
trnsferring programs from one social policy cline ¢ and institutional framework
to another, can provide vaduable policy information ‘o disability advecates, social
policy decision makers, and service providers in other countrivs where the
establishment or expansion of existing services is conterplated.

In the following a very brief discussion of some of the research issues riised
by Swedish personal assistance schemes is provided,

Needs Assessment

When reading the scanty literature on personal assistance ser
various countries it is interesting to note the difference in estimates of wia,
of the population needs such services. Looking at West Germar. ind Sweds.i«
statistics, for example, the incidence of a functional disabil. v requiring
community-based personal assistance in West Germany is estimated' at 2.9 per
cent of the total population eight years and oldef whereas in Sweden t is figure
has been found to be 8.1 per cent solely in the age group 15 to 75

A question for research then, would be to analy:2 the cross-coi vy
differences in needs assessments. First, a model of the dcre minants ni aagr sate
needs would have to be constructed which could include such demographic
variables as age mix, incidence of certain diseases and accidents, family

s National Central Bureau of Statistics, op. cit.; Daatland, S.0. and Sundstrém. G.. op.cit.

* Bundesministerium far Jugend, Familie und Gesundheit, Anzahl und Sttuation zuhause
lebender Pflegebediirftiger, Stuttgart, 1980,

* Blomgren, L. and Brattgard, S.0., The Risk of Becoming A Wheelchair User—A Method to
Calculate the Risk of Becoming Disabled, Handikappforskningen, Gothenburg University,
1979.
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atrgeture, grban vuml mix, and women's participation in te labor force, Other
determinint which come tomind wonld be wseries of policy variables such s
provision of technieal adds, availubility of rehabilitation sepvices, necessibility of
the housing stock, housing adaptation progms, rtes of institutionalizion s
well us fnancing mechinisims of pesonal wssistanee and esidentind institutions.
Firidly, an explanation of the observed cross country diffennees in needs
aasessinents would have 1o look into eutorl differences, ine particulay, the
attitned - towards people with disabilities, the underlving issumptions as to their
abdlit o articipate, and o whian degree these attitudes ave been internadized
by persans with disabilities.

Re-defining Institutions

The dissatistaction: with the limited rimber of housing wernatives for
persons requiring extensive personal assistance that has led 1o the formation of
STIL Is primarily directed against cluster housing or boendeservice us the
housing solution for people with extensive disabilities. The proponer ws of cluster
housing cliwm thist boendeserviee 1s an alternative to institutional living: tenants
live in their own apartiments which outwardly are indistinguishable from
neighboring units, a maximum number of ten boendeservice apartments s
dispersed throughout a Jarge apartment complex guannteeing geographical
integration, and residents are free 1o come and go.

On the other hand, boendeservice tenants point out a seres of problems that
they experience in connection with the staff; Workers sometimes do not respect
tenants’ privacy and enter the apartment with the stafl key without ringing at
the door; staff is suspected of spreading intimate details of the residents’ lives;
workers discuss and determine which activities of the residents they are to
support. Other common complaints have already been mentioned such as
tenants’ lack of input in staffing decisions, rules about the type of bed, ete. a
resident is allowed to have or the geographical limitations boendeservice entails.
The list could be continued. Many of these grievances are reminiscent of the
critique directed against institutions such as hospitals. It would seem then that
there is some evidence that institutions do not necessarily have to consist of brick
and mortar but can also be of the **‘ambulatory’’ type.

An area where more work has to be done then is the question of what
constitutes an institution. One approach might be to compile a list of features
which are commonly associated with institutions and to examine which of these
properties also apply to cluster hausing and similar solutions.

One feature suggested here as a central characteristic of institutions is that
the consumer in facing the staff does not meet individuals on a one-to-one basis
but is dealing with a hierarchically ordered organization that has its written and
unwritten rules, formal and informal goals, and a tradition of its own. It is in the
nature of a hierarchically organized chain of command that, as an order or rule is
passed down from one echelon to the next, its interpretation automatically
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becomes narrower s eriployees wll Himit ther own ardins for decision making
in order to avaid the risk of akingg # mistabe. Sinee e cluster housing coneept
depends onastadt, there ae definite limits to the extent to which boewdeservies
eant be bmproved - conclusion which is not shared by the established disatility
angnbaions in Sweden, Another property thist instititions seem 1o hisve in
common are the limited choices, inparticulr, the Tack of opportunities for
tonsuner 1o fornulate their own alterutives.

Given the popilarity of duster housing among pliviners in Sweden wd
abroad and considering the known effects of institutions i the forin of
hewpitalism, Lk of self confidence, and stited peesond growth it s of
parunount iteportance thit we properly lnbel hovsing and wsistanee solutions.
Institutional vertiges In service delivery have 1o be identified before progruns
can be designed which tnuy support the ciancipition: of people with
disabilities,

Degree of Consumer Control and Independent Living OQutcomes

Service delivery systems for people with disabilities and older people can
be designed with varying degrees of consumer involvement. The Independent
Living Movement demands that consumners bothyas a group and as individuals
have 1o be in control over the services which ey need for a self directed and
productive life. An interesting topic for research would be then to test this
contention and to analyze the differential «ffects, if any, that personal
assistance services with differing degrees of consumer control have on
consumers' lives, A hypothesis might be that the larger the extent of consumer
involvement, the greater would be consumer satisfaction ana productivity,
The operational definitions for these outcomes could incluue such health
related ftems as incidence of infections and pressure sores as well as other
variables such as number of hours a week spent on gainful employment,
volunteer work, sports, and other active leisure time activities.

There are several considerations which seem to support this hypothesis,
On a practical level, the personal assistance programs presently available do
not allow a great degree of flexibility. A system that permits more input from
the individual consumer will most likely be more responsive to his or her needs
and will enable the user to be more active. Further, taking over a larger share in
administration, staffing decisions and other responsibilites of one's personal
assistance service must be considered a valuable training. The skills and
confidence acquired this way can be usefully applied to other areas such as
employment. Finally, the frustration and dissatisfaction reported by many
persons with extensive disabilities in Sweden might, in part, be the result of
the experience of dependence on other people, in particula: social workers
whose task it is to organize the various services for their clients. As one STIL
member put it, *‘my life is run by other people'". Control over a service which is
central to one's daily life and the opportunity of bringing about changes

52 53



thramth one’s owne efforts with the sisk of Ture ad the rewaids for
suecee gy are boind to decrease alienation arad ot well fewd oo better
pedt enteetn Which cancearry over W other sphieres of one’s like

Quality Criteria

Copstner mpg in rescarch on pepsonal assistade e atad i social poliey i
the disability areis b genensd s been mtnimal in Sweden 0 swoukd secm that
effurta in this Beld buve been nidnly initiated by pubilie mgencies or grokessionals
with lide wilistion with people with disalalities As o peault, the fewarch
questions isked have reflected more the needs of sepvioe providens than those of
colsnen. A cwie in point s the ssue of the quadity of peesopa) ssablanee
delivery systems. While thep v ootcerny about the selative oosta of some
schemes s compared to other schees, the quality of the service as a
consideration typically does . epter the compagisons — i criternion st i
uppermost in the consuner’s migul.

In Sweden and other countries the thitening cootomy s often used as an
asgunient for cutting public expenditumes for socid welfiane prognuns. In v
clnute disability advocates, instead of pashing for more services which would
bring people with disabilities closer to the goal of full participation and equality,
find themselves more often on the defensive  In mecting the present
preoccupation with cost contadnment amongt policytnakers, service providers,
and the public at lange, people with disabilities have to point out that budget cuts
mast often simply lead to quality deteriormtion in service delivery: half a boof of
bread is cheaper than a whole lof. Unfortunately, quality is not as easily
measunvd as cost. Inorder o document how charges in fanding affect the quality
of personal assistance programs a seasure of quality, as deseribed below, woukd
be an impertant tol,

The need for a measure of quality Is also browgtht out by the following
consideration. One of the strongest arguments for de-institutionalization the
world over Is the contention that it Is cheaper for the tax-payer, I people with
disabilities and older persons live integruted in the comununity. There are
countless relative cost studies that have proven this point over and over. On the
other hand, these investigations hardly ever consider the difference in th-
quality of life afforded by institutional and independent t g settings. Assun.
an institution with the standard of a Third Workd prison -+ wylum of 100 y»ars
ago. To keep somebody in such a hypothetical institution would certaal &
cheaper than to provide the supportive services necessary for an indepet.
and dignified life in the community. Thus, if the level of quality of life is not tw...
an explicit issue, reliance on the cost savings argument can backfire.

Consumer-oriented quality criteria to be used in the comparison and
evaluation of different personal assistance systems would have to include items
such as:

® turnover rates among workers;
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e reliability and punctuality of assistants;
o range of tasks which may be carried out by assistants;
e intensity of service, i.e. maximum amount of hours granted and at
what times;
e geographical mobility permitted by the service (at home, work site,
outside the community, abroad);
consumer's control over who will carry out the work;
flexibility and consumer control in scheduling assistants;
time spent by consumer in the administration of the service;
degree of consumer input, i.e. the possibility to take on functions
such as advertizing, interviewing, hiring, paying, training, and firing.
Conceptually, an index consisting of these characteristics can be used to
compare different personal assistance services in respect to both cost and
quality™
In such a quality index the items enumerated above could serve as some
of the dimensions that define the concept of quality in personal assistance
services. One of the methodological difficulties in the operationalization of
such an index would be to find the appropriate weights which people with
disabilities have to be attached to the various dimensions that the index
consists of. The weights will differ depending upon the individual consumer’s
needs which, in turn, are a function of, among other things, extent of
disability and the tasks one requires assistance with. Single parenis with

“ The comparison would consist of mapping different personal assistance services onto a two-
dimensional space where each service is represented by the matched pair of the cost and
quality measures. Comparing two different services, service A and service B, would then
look as follows.

cost

C, B
G

qQ Qq: quality

Planners trying to change Service Binto Service A in an attempt t7save tax funds hav: to be
confronted with the resulting decrease in quality. The decision here is wbether the savings
are worth the loss in quality.
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disabilities and small children, for example, might place more emphasis on
such criteria as low workers’ turnover, reliability, and punctuality than, say,
the geographica: mobility permitted by the service. One of the spin-offs of the
construction of such an index would be information on what hierarchy of
demands different groups of people with disabilities place on their personal
assistance service.

The most important guideline in constructing a quality measure should
be derived from a comparison of citizens with disabilities and their
non-disabled peers. If the aim is to be full emancipation and participation,
people with disabilities have to have the same degrees of freedom in all
important aspects of life be it education, employment, transportation,
housing, political, economic, social, and cultural life of their coruunity.
Work in this area would not only encourage consumers to formulate their
needs but would also, most likely, point out the nece. -.., of service delivery
systems which are so flexible that they can accomodate uiverging consumer
requirements.

Designing Programs for a Continuum of
Consumer Control and Consumer Needs

Personal assistance programs in Sweden, as has been pointed out above,
are charaterized by a high degree of professionalization and a concomitant
low level of consumer input. If consurr.ers are to enjoy the benefits of more
control over this vital service, new forms of service delivery have to be
designed. The most important feature of such future systems has to be
flexibility. While it is recognized that not all consumers will be willing or
capable of taking on maximum responsibility in the administration of their
own personal assistance system, each consumer has to be able to exercise
precisely that level of pcrsonal responsibility over the service and perform
those adminstrative tasks that he or she feels comfortable with at a given
point in time. Moving from one level of responsibility to another has to be
possible in either direction—both up and down, with a minimum of
bureaucratic effort.

The tasks involved in the administration of personal assistance systems
include negotiating with the sponsoring government agency for the
necessary funds, recruitment of workers (advertizing, interviewing,
screening, formulating a contract, hiring, and firing), as well as training,
motivating, supervising, and scheduling the assistants. Consumers have to
be able to formulate their needs as to the number of hours and type of
assistance, the time of the day and week the work is to be performed, what
skills are required from the workers and how the work is to be done. Other
tasks involve setting up routines for payment of wages, bookkeeping, and
accounting to the funding agency. The legal responsibilites of employers
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include tax withholding, payment of employer's fees, fringe benefits, and, in
general, the observation of the legal aspects which regulate e
employer-employee relationship.

In designing flexible systems the task is then to divide the above list of
responsibilities among individual consumer, consumer groups or
cooperatives, private consulting firms, and funding government agency in
such ways that a multitude of different levels of consumer control is
guaranteed.

According to one of the tenets of the Independent Living Movement, all
people—including the nientally retarded—can increase their capacity for
self-direction, if the right circumstances are given. Thus, systems for the
support, training, and protection of consumers have to be developed which
aid users at each point. Effective methods based on the concept of peer
counselling have been developed at Centers for Independent Living in the
United States™ There, consumers can take Independent Living Skills classes
under the guidance of teachers who share the fruits of their own personal
experience with disability and serve as role models.

" See for example, Saxton, N., ‘‘Peer Counseling,”” in Crewe, N.M., Zola, 1. K. et al., op. cit.
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V. INCLOSING

The present organization of Swedlsh personal assistance services dates
back to the 1930’s. To have a social program that is that old can be & mixed
blessing. On the one hand, services that have been around for so long will, for
the most part, enjoy broad political support. On the other hand, vested
interests of policy makers and civil servants as well as the dynamics of a large
administrative apparatus will tend to prezerve the program's organizational
structure regardless of its appropriateness to changed circumstances. In
addition, programs are seldom designed from the very start in such a way
that they 1.ill remain flexible and open for changes in the years to come.
Thus, a service that once was considered very progressive can become
ontmoded with time as society develops and the needs of consumers change.
This crustification can continue relatively undisturbed, if there are poorly
developed built-in mechanisms for feedback and correction. In the case of
Swedish personal assistance services, a high degree of professionalization
and resulting low consumer input coupled with lack of alternatives for
consumers protected the programs from the necessity of re-evaluation and
change. In the opinion of this writer, the situation has been exacerbated by
the fact that Swedish disability advocates in the past have often been persons
without need of personal assstance who lack a first-hand understanding of
the importance of personal assistance for a self-directed life.

When persons with more extensive disabilities, e.g. high spinal cord
lesions or the need of mechanical ventilation, could stay alive thanks to the
medical and technological advances of the last decades, their e 1; of
personal assistance were most often not met by existing progiram- tof
changing and expanding the services so that this group cci . - the
regular housing stock in the community, semi-institutional cluster housing
was developed. Also, as these often younger consumrers survived, the
professional and hierarchically structured organization from the 1930's was
not adjusted to allow an active and self-directed lifestyle.

Recent developments such as the founding of STIL pvint to long overdue
changes in Swedish personal assistance programs. These changes will also
affect service delivery to ol.ier people who form the majority of all personal
assistance users. The improvements for people with disabilities over the last
two decades, both in material and in attitudinal terms, will in the future make
it easier for older people with disabilities to identify themselves as members
of the disabled minority. Once tais step has been made, they can be expected
to raise their demands and to push for flexible, consumer-controlled
programs.

The trend towards consumer participation in decision making is
supported by the intentions of recent legislation (socialtjdnstlagen). At the
same time, we can observe an increasing professionalization within all
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workers® categories. How these potentlally conflicting developments will be
resolved lg still unclear: will consumer Input. be coopted by the professionals
or can professionalization be utilized for the purposes of the consumers?

If the Swedish consumer movement succeeds in gaining control over
personal assistance programs, Sweden could become an outstanding model
for many other countries In this respect; the high level of funding that the
country Is alrcady committed to coupled with consumer control would turn
these services in‘o true vehicles of emancipation,
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APPENDIX:

Design Criterla for Personal Asslstance Programs

The extonsive Swedish experlence with personal agsistance schemes can
provide Important information to consumer advocates, service providers,
and policy makers in other countries where the establishunent of new or the
oxpunsion of existing services is under consideration. In the following a brief
summary is presented of the implications of the material in this monograph
for the design of personal ussistance prograims,

Overriding Criterion

People with disabilities ure struggling for equality and full partleipation
in their communities, This goal, Fsuggest, can be defined in more operational
terms as reaching the same degrees of freedom as enjoyed by one'’s
non-disabled peers in the areas of education, employment, housing,
transportation, in political, econoric, social, and family life, freedom of
expression, and opportunities for realizing one’s potential. Thus, the
overriding design and evaluation criterion for cxisting programs and
proposed measures must be how much closcr a particular solution brings
people with disabilities towards this goal.

The definition emphasizes that programs have to be evaluated with
reference to the particular time and place persons with disabilities live in and
to the individual's non-disabled peers. Service providers and policy makers
in facing demands from disability advocates will often point out that in other
cities or countries people with disabilitics are worse off or that things are
much better now than they were 20 years ago. These comparisons are
irrelevant for people who want to live here and now.

Language and Attitudes

Language reveals and influences attitudes. Terms such as ‘*‘attendant’’
and ‘‘care’’ should be avoided, since they carry institutional connotations
and project the image of passivity and dependence. ‘‘Personal assistance’’ is
suggested here, because this expression is believed to contribute to an image
of consumers as self-directed, independent people who are capable of
managing their own lives.

Consumers As Experts

Consumers are experts and must be decisively involved in designing the
programs. The way personal assistance is organized can either thwart
consumers' potential for growth and self-direction or enable them to live as
active and productive members of their community.

Social policy is most often not made by the people whose lives are
affected by it. Even if consumer groups sometimes succeed in lobbying for a
reform, they rarely have the possibility of or an interest in getting involved in
the actual design of policy instruments. Because of an alleged 'ack of
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ndminlstrative experience or formal qualiflentions it 1s common to leave this
work to administrators, socid workers, medienl doctors, and lawyers, Not
only I8 there w growing nwmber of professionnlly trained people within the
rank and files of consnmers, the impaortance of thelr expertise ps consumers s
often undervalued—oeven by themnelves, Slhee consimers have the most
Intimute experlence of how personnl assistance influences thelr tven, they
have Lo formulate their needs and translate then into design eriteria. 1f the
design of personul assistance programs s left to serviee providers, systeis
are likely to result that. conformy to the necds of the ageney and not necessarhiy
to the reeds of the consunier,

Services for All Needs

Services must encompass all needs. Inorder o live full and active lives
people with extensive disabilities need personal assistance for a varfety of
actlvities, such as personal hygiene, dressing, household chores, driving,
shopping, sign language interpreting, in a variety of situations, for example,
at home, work, play, in school, on trips, and on vacation, To breuk up these
needs into several distinct programs for certain activities and certain
situations can entail several funding sources and separate service delivery
systems each with its own ¢ligibility requirements, administrative routines,
and staff. As the number of different agencies involved increases, so does the
time and energy spent by the consumer and his or her vulnerabllity, since
problems can arise in any link of the chain. The most far-reaching
consequence is the sense of alienation and powerlessness which the division
of responsibility for the programs vreeds in consumers.

Choice and Changing Needs

General solutions cannot satisfy individual needs. Government agencies,
if left alone, tend to develop a single solution that is to satisfy all needs,
because from an administrative point of view a single service delivery system
is preferred. Yet disabled people are unique individuals with individual
physical and emotional needs, personal resources, and life circumstances.
Also, for each individual needs will vary over time as family situation,
occupational status, interests, and health change. Therefore, consumers
need to have alternatives. Choice is the key to independent living. The best
guarantee for responsive systems is consumer control.

Programs for Consumers’ Productivity

In many countries personal assistance programs are means-tested which
leads to undesirable consequences. Means-tested eligibility can act as an
effective deterrent for gainful employment. Coverage of the costs of
assistance isoften seen by the general population and consumers as a welfare
payment—an attitude which has stigmatizing effects.
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For persons v ith extensive disabii es personal nssistance is w busle
conditlon for a dignified Hle and aer, e participatlon in the comnunity,
Tx -funded peesonad asslstance serviees should therefore be demanded ns a
fundamentad clvil right,

No Volunteer Progeane:

Do ne: s programs that rely on v an cers, Constmers do not hiave
the winwe possibllities of demanding «coipetent, punetaal, ad conrteons
work Sran volunteers as from assistants weooare paid competitive wages,
Corsumers are Hkely to have more personal power and view themselves as
more independent persons when they function as etmployers instead of
objects of charity, 1he vivtues of volunteerisie and charity are most often
espoused by - servative politiclang whose otives are to eul taxes for the
henefit of the 1+ aters,

Funding As Centralized As Possible

Funding has to be as centralized as possible—at the federal level, Single
source funding at the federal level eliminates reglonal inequalities which
otherwise seriously impede disabled people’s geographical and social
mobllity. Only at the national income tax level all benefits from a personal
assistance policy can be internalized; where personal assistance is financed
by lozal governments and institutional care facilities by reglonal
governments, local governments do not reap the financial benefits of
de-institutionalization made possible by personal assistance. Personal
assistunce programs cnable Inany citizens with disabilitics to become
rainfully employed thereby contributing to national income tax revenues.
'this is also true for family members who otherwise are often forced to
informally provide these services and whom such programs enable to pursue
employment outside the home.

Service Delivery As Decentralized As Possible

Control over service delivery has to be as de-centralized as possible—at
the consumer level. Consumers are the best experts on their needs and must
be able to decide what activities they need assistance with and how many
different persons are to work. They have to have the right to recruit, hire,
schedule, pay, and —if necessary —fire their staff. To rely on workers from an
agency can involve high turnover which is inefficient. Individuals with
extensive disabilities have specialized needs that differ from person to
person. New workers have to be instructed and trained by the consumer
which takes time and effort. Having to depend on strangers can be
humiliating, since the work constitutes a close social relationship and
consists of very personal and intimate activities. The assumption that any
assistant can work for any person amounts to a denial of an individual's
uniqueness as human being,
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Consumers have tohe ahle to choose that level of control aver the various
wpects of service delivery which they feel comfortable with, ‘Thwards this
end they have to be offered support and training, ideally, by organizations of
disabled people.

Among the benefits of assuming responsibility for one’s personal
assistance system are the acquisition of useful management skills, the dignity
of being able to make mistakes, and the rewards of learning from them. These
experiences and soclal skills are useful for other areas of one's lfe, such as
employment, and lead to increased self confidence.

Worker Professlonalization vs, Consumer Expertise

Avold worker professionalization—build up consumer expertise.
Administrators and trade unions often propagate more professionaiism in the
hope of upgrading assistants' status and improving the service. The criterla
for professionalism, commonly health care-related qualifications and
training, represent obstacles to consumers' realization of their potential for
self-direction, if the attitude is conveyed that consumers are passive patients
who need to be taken cace of, Consumers who want to improve the quality of
the service and thereby the quality of their lives have to take more Initiative
and work with their assistants as a team where consumers instruct and
direct. In order to support consumers in this role Independent Living Skills
and Peer Counselling Classes have to be offered by organizations of disabled
people,

“Ambulatory’’ Institutions

Watch out for ‘‘ambulatory’’ institutions. Institutions do not have to
consist of brick and mertar. If consumers cannot choose who is to work for
them, if they have to accept services without alternatives and do not meet
assistants as individuals on a one-to-one basis but instead are dealing with a
hierarchically ordered organization with its written and unwritten rules,
formal and informal goals, and a tradition of its own, then they are facing an
institution.

Typical for institutions is that, as orders or rules are passed down from
one echelon to the next, their interpretation automatically becomes
narrower as employees voluntarily limit their own margins for decision
making in order to avoid making a mistake. The individual consumer being at
the bottom of the pyramid becomes a powerless object in a machinery.

The effects of institutions are known, they cause loss of social skills and
self-confidence as well as stunted personal growth. Therefore, institutional
features in service delivery systems have to be identified and eliminated
before programs can be designed which truly support disabled people’s
emancipation.
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COMMINTARY
ccrolrn L. Vash, Ph.D., Consultant
Planning Systems Internatiornal

I recull that Gerben Dedong's monograph Planning Systems
Internatonul (monograply 27 in the WRE Series) which deseribed the
Netherlands' cluster housing, stated that the Duteh had learned from
Sweden's experience, thereby avoiding some of their mistukes, After reading
this monograph by Ratzku, | certainly hope so! Frore Dedongd’s desceription,
cluater housing sounded like a possible solution if7when my husband and |
feel we'd be better off to abandon our private hotae for a senlor cltizens’
collective of some sort., Having recently “‘case managed'' the
decline-to death ordeal for three aged relitives--one right after another-l
was keenly aware of how vulnerable we are to the possibilities of steadily
decreasing physical :ad mental functioning as time marches on, The Dutch
concept sugdested yoi could get physical heip but continue to call the
life-decision shots yourself, Swedlish cluster housing sounds like you pay for
the physical help you get by turning over to the municipality the control of
your life—even If you're fully capable of doing all the social management
denision making that needs to he done. The devil offered Faust a better deal.

Ratzka huas alerted me to many dangers, but I think the
cluster-housing-pius services concept offers possibilities for the Vashes in
their declining years and for others like us. For example, Leisure World is a
posh California retirement cormmmunity with sore appeal. If it added a
centralized cadre of shareable ADI, assistants, it might attract folks like me
who need only an hour or two of help per day plus help with an occasional
trip to the i at night, It we.id be lmportant to make sure the ADL

assistants are rrained to« - 1selves strictly as extensions of the service
users’ arms ond legs, nott  « a8—UNLFSS they are contracted for by a
third party who h:s legal , .. in or conservator status. I other words,

there would be 10 rooiu for .. wirkers to use their own judgeinent that a
service user is too ‘‘senile,’ ‘‘retarded,’ or ''disturbed’' to make
ADL-assistance-related decisions. If a person has not been assigned a legal
guardian or conservator, she/he makes his/her own decisions.

The training issue is very salient for me right now because I am involved
in a Small Business Innovation Research (SBIR) grant-supported study to
determine the feasibility of developing multi-media tralning packages
relating to ADL assistance. We are in the information gathering stage and the
information we are getting is that consumers are adamant about avoiding the
‘‘professionalization’” Ratzka describes—to the point that most would rather
forego admittedly nice-to-have pretrained skills than take a chance on getting
the attitudinal mistraining they say they find with graduates of most training

programs.
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"The strains of the song 108 thesame the whiole world over™ kept ringing
inomy ears as 1 read Bzkn's discussions of the attitgde problem.! People
who elp other people—whether as expert health professionals, os
aemi-skilled functionaries, or in other contexts and wiays —seem rather
consistently to fall into the same trap. Toey tend taorergeneralize the sdge
of competency they hold over the help recipienta, *“This person ean'tsurvive
without my help'' migrates from in performing (certuin physical taisks'' o
encormpuss more - iking judgements und decisions and so forth. How mneh
more aidd how fast It happe o are the main ways we consumers distinguish
between folks with good " attitudes and folks with “bad’ attitudes becayse
it happens at titnes and to sote degree with alinost everyone, For example,
oven my husbhand.-who deeply felt actitades toward people with disabilities
(and women!) are among the most genuinely edalitatian 1 know —sometimes
migrates from ) need to dress Caroly n®' te 1 need to tell her which dress to
wenr on a hot day like this.'"

The crux of the matter may lie in the benign situation alluded to
earlier—operuting us an extension of a person's arms or legs without also
acting as an extension of his/her bratn, iU siaply harder 1o do the one and
not the other! It's not the way we're used to functioning, When one operates
in a totally different mode from that which is usual, new and unusual
demands are made, In the case at hand, wodearning ordinary ways of
being/acting, and substituting a **mindless” approach (that would probably
not be adaptive in any other realm of living and acting) demands special
attention and effort, and maybe even talent and skill.

Frankly, many consumers I've gathered information from do not view
the problem so non-judgementally, They complain bitterly about attendants'
*God complexes'* or denounce those who use being needed us an ego crutch
or more blatantly abuse power. Most take & middle view, but often
incorporating the idea that since the job is marginal it draws many workers
whe have marginal self respect, which is in turn associated with projecting
on¢ adequacles onto others. Thus, with a worker population vulnerable
to * into compensatory *'I'm Okay, You're Not™ attitudes, any
ina. . * bolstering of this tendency in a training program will endanger
the person’s future acceptability to consumers. To enhance their
acceptability, such tendencies should be nipped in the bud, not reinforced.

Personally, I don’t much care what attitudes my attendant harbors as
long as she performs competently. As the Rev. Terry Cole Whitaker puts it,
“*What you think of me is none of my business.'* That's easy to say when
you're a long-experienced administrator who is fully comfortable wearing
bosses’ shoes and have a personality that thrives on acknowledging and
resolving conflict. It could be made easier for other ADL assistance users, too,
and that’s the kind of traisiing they're asking for—how to hire, train,
supervise, and fire an ADL assistant. However, there are a couple of other
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insties that imake supervisig an attendant with less than audatory sttitudes
vaaier for e than for the migority of such cotsuiners And ey both have B
do with money.

b owas earning o living and paying my attemdanta out of iy own puecket
before SSEMedicald catoe o beigig - o Fact, before their precurnor, AT,
capwe into beirgd Consequently, my attepdisnits have dlways seedt e as g
fiscally compretent person who could pay et bving weages and have enough
left to lead a niee Tifestyle myself. This acooplishes g great deal
stractuwrally, without requiring e to perfori any clever
manadement/supervisorial technigues eould be trained to do. Jesets e gp
1o be rosponded B as o power, an authoriey e iieguivoca) boss (o suteope
who unequivecally s not A this time inomy D 1 choose to dive in
B -retirctuent to do writing, hstrating, compusing, snd designing for
which Ly of sy not one day be peid An incomie teduction is associised
with this decision. It ereates no problem i paying an attendant, however,
because years o | had the foresight to buy i hofae with a guest cotliagde on
the property. | now trude rent ad utthities for Gfteen hours per week ADL
assistance, The fuct that paying wiyes fronn current earnipbs would e
beyond my means right now in no way undermines my image as a fiscally
compelent person. | hought insuranes” glainst futune shortfalls twenty
years aga, and Fam pow using and ciioving thes protection | bemgin

And insuranee, inmy opinion, s whwre it-'s at for all of us with disabilities
which cause our basic living expenses to be high. It the absence of any
purchaseable policy, let alone a form of “natzonal health insuranee' for all
people, in this country, | had to forge t highly wdiocyneratio " poliey ™ of my
own as soon as | got professionally and economically established. My
approach was to acquire sotne housing stock to use as barter for ALl
assistunce services, It solves part of the problem part of the time.

Virtually no one can afford severe disability in its acute
hundreds of dollars: per day stage out of pocket. That is why we have the
phenomenon of health insurance. Hardly anyone ¢ n comfortably manage
the thousands-of-dollars-per: year stages that comprise the st of one's Jife
This is why we often refer to severe disability as “catastrophic.’ My
self-styled insurance policy covers me as long as | can get by with fifteen
hours services per week. But what happens when Tean't? How rich would !
have to be to ensure that I'd never have to use up my sas.oRs, paying for
around-the-clock ADL assistunce, until ] had spent down to my last fifteen
hundred bucks so I could join the structurally -defined flscally Incompetent
who reeeived what they must have just to survive through welfare?

I'm a psychologist but | confess | don’t understand why we, the
American people, have created a socio-politico-cconomic system which
nearly everywhere includes “‘socialized"”’ (tax supported) police and fire
protection for all but does not include *'socialized’ (tax supported) health
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protection for all nearly anywhere! Do we value our material possessions
more than our own bodies? Are the medical entrepreneurs either that afraid
or that effective in opposing such? Are we so foolish as to see only the
implementation problems ussociated with the particular approaches used
by other countries and to lose sight of the issue ils2lf and the plenitude of
alternate strategies to 'ty/ I'tie answers are probahly yes to all three
questions, and to many m e which could be asked. The point in mentioning
these is to draw attention to the roles of general human values and of special
interests and the common good in shaping socio-politico-economic decisions.

A universal or ‘‘national’’ tax-supported healtl. insurance program
which allows “‘policy holders’’ (citizens/residents) to use the providers of
their choice in tne ordinary marketplace would seem a good alternative to try.
Obviously, it should cover all life-long health-condition-related expenses
which could prove economically catastrophic. ‘This could mean that people
unlucky enough to become disabled wouldn’t necessarily have the double
bad luck of becoming structuraly incompetent. The invasion-of-privacy
horror stories Ratzka tells of Sweden, which we’ve all heard here, wouldn't
have to happen anymore. The secondary disabling effects of alienation and
powerlassness and their tertiary effects of mental-disorder-added-to-
physical-disorder, underproductivity, unemployment, and other socially
costly aftermaths, could be prevented too. In the long run we might save
money, but that isn't the point.

It’s simply time to realize that life-sparing but permanently disabling
accidents of birth, illness, and traumatic event don’t have the same meaning
they once did, the people to whom they happen don't play the same roles in
society, and different ways to responding to them are coming about. ] don’t
say should come about; I see it happening. The drama is unfolding, and those
of us who have written in this book are documenting certain parts of it. So
many people are now surviving disablement and flourishing. And I do mean
Sflourishing. The disability experience has made them strong as individuals
and the independent living movement has made them stronger in the
collective. Getting their demands met for a national health insurance
program that will ensure or preserve fiscal competence and integrity in the
face of health-related disaster seems only a matter of time.

6J
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COMMENTARY
Hale Zucas, Program Analyst
World Institute on Disabllity

Hundreds of thousands of Americans have disabilitics—ranging from
spinal cord injury to arthritis to blindness to mental retardation—to a degree
which impedes or prevents them from carrying out one, some, or most of the
activities of daily living on their own. These individuals need assistance from
others in performing such activities as getting up, dressing, moving about,
reading, cleanung house, and shopping, to name only a few. This assistance,
which has come to be known as ‘‘attendant services,” is essential if these
individuals are to come close to reaching their full potential, The availability
of attendant services is thus crucial to the concept of independent living,
which is defined in the U.S. in the National Policy for Persons with Disabilities
(1983) as control over one’s life based on the choice of acceptable options that
minimize reliance on others in making decisions and in performing everyday
activities.

The World Institute on Disability is a public policy center examining
major issues from a disability perspective. Its founders, Ed Roberts, Judy
Heumann and Joan Leon, have been among the leaders of the Independent
Living Movement since its earliest stages. Therefore it made sense that, upon
the Institute’s establishment, attendant services was chosen as one of its
major areas of emphasis.

WID'’s ultimate objective is the establishment of a system which makes
appropriate, affordable attendant services available to anyone in the country
who needs them. This is admittedly an ambitious goal, one whichmay takea
decade or more to achieve. As its first st.p, WID is undertaking a series of
studies in order to ascertain the extent and effectiveness of existing programs
across the Untied States and selected foreign nations.

The information collected in the course of these research efforts will be
made available to organizations and individuals working to establish or
improve attendant services programs at the state or local level. The
information also will be used us a basis for developing a recommended design
for a national program. In order to formulate these recommendations,
qualitative as well as quantitative data will be needed.

As a major part of its research efforts, WID is compiling a comprehensive
inventory of the 150 publicly funded attendant services programs whith are
currently in operation across the United States. This survey, which is
supported by a four year grant from the Charles Stewart Mott Foundation,
will include the following information on each program: size and nature of
population served, eligibility criteria (financial and disability-related),
method(s) of deliverv. .ypes and amount of services provided, funding level
and sources. This inventory is scheduled to be published in summer 1986.

70 69



Secondly, WID is undertaking an in-depth examination of attendant
services programs in five selected states. In this study, funded with a grant
from the Easter Seal Research Foundation, interviews are bving conducted
with key state legislators, administrative agencies personnel, community
disability organizations and a small sample of users. Information gathered in
these interviews will be used to describe the history and operations of each
program, identify strengths and weaknesses, and assess its effectiveness.
This study will be completed in 1987.

The information produced in these studies will, of course, tie of great
value in building the case for a national attendant services program in the
U.S. and in deciding and determining the form such a program should take.
At the same time, however, well-developed attendant services programs
have evolved in several other countries, and it behooves us to take a good look
at these programs in order to see what lessons they hold for us here in the
U.S.

Amorig the foremost candidates for such scrutiny are the Netherlands
and Sweden, whose service systems for disabled people have long been
considered the most advanced in the world. The Dutch system was the
subject of a previous monograph written by Dr. Gerben DeJong for The World
Rehabilitation Fund's Monograph Series.

In the present volume, Dr. Adolf Ratzka er.amines the provisions made in
Sweden for meeting the needs of people witl disabilities. First Dr. Ratzka
gives a brief overview of the other components and provisions of the Swedish
service system, some of which, (such as the liberal provision for
government-funded housing modifications) are very impressive. The bulk of
the study is devoted to a thoroughgoing discussion of the Swedish system of
“in-home personal assistance'’, an assessment of that system from an
independent living perspective, and identification of issues needing further
research.

Dr. Ratzka is perhaps uniquely qualified to undertake such a study. His
extensive academic background has equipped him to research his subject
rigorously. He is a firm believer in the concept of independent living (he has,
as a matter of fact, founded the Stockholm Independent Living Group) and in
the importance of attendant services to that concept. Most important,
however, he has been a user of attendant services for 25 years. As an insider,
he knows more about the system and understands it better than even the
most diligent and interested outside observer could.

As Dr. Ratzka points out, the Swedish system has a number of positive
aspects. For instance, it serves about 4% of Sweden’s population, a
proportion 10 times that served by the most comprehensive such program in
this country. The Swedish system also sers people of all income levels,
whereas almost all programs in the U.S. only serve people poor enough to be
eligible for Medicaid.
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On the other hand, the Swedish sys' 1 has some definite shortcomings.
Among other things, the Swedish attcndant program has from the beginning
been oriented toward serving ei'er'y peuple with relatively imoderate
disabilities (as is indicated by the fi..1, that, the average recipient gets just 172
hours of service per year, or 3.6 hours per week). Another drawback is that
attendant services in Sweden are largely under the control of local
municipalities rather than the central governiment. This means that the: : is
wide variation from city to city in the scope of services. It is, in faci, »
misnomer to speak of a single ‘‘Swedish program.”

A general consensus in the U.S. has emerged among experts and
advocates in the field that attendant services programs should serve
everyone who needs those services with minimal regard to income, and
should be adaptable enough to serve people with a wide variety of needs.
There are a number of more subtle issues, however, that as yet have received
very little attention. The most valuable aspect of Dr. Ratzka’s paper is that he
imparts a new and different perspective to some of these issues.

For example, high turnover and low quality of attendants are common
problems faced by attenc’ nt service programs. Some have advocated that
training and/or certificatio:. srograms for attendants be instituted in orderto
alleviate these problems. Dr. Ratzka points out, however, that such steps
(along with the increasing trend in Sweden toward full-time employment)
lead to the professionalization of attendant work. This professionalization
tends toinfringe on the user autonomy which Dr. Ratzka quite rightly holds to
be paramount. If attendants undergo a formal training program, they may
think they know it all and be less responsive to a user’s instructions or
wishes. As Dr. Ratzka says, ‘‘The question, then, is how both quality of
personal assistancc and worker satisfaction can be improved without turning
the work into a profession.”’ This question will not be easy to answer.

In conclusion, this paper is the first detailed discussion and analysisof an
attendant services program that has been undertaken from a user’s
perspective. As such, it is @ most valuable contribution to the burgeoning
discussion of attendant services in the U.S. and around the world.
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COMMENTARY
Margaret A.Nosek, Ph.D.
*oxas Institute for Rehclbliliaﬂon Research

The anger ond indignation 1 felt after reading Adolph Ratzka's
manuscript. has 1.0t waned, indeed it has intensified to the point of outrage
and has joined with strong feelings of gratitude to Adolph Ratzka for so
articulately showing us our possible future. Dr. Ratzka’s descriptions of the
real life circumstances of Swedes with disabilities who use government
provided attendant services called to mind the degradation, humiliation, and
imprisonment that we in the disability rights movement have dedicated our
lives to erradicate. That the service which we view as the linchpin of
independence could become instead such an oppressor is an anoiroly and a
tragedy. Dr. Reizka's astute reading of the social subconscious as the root of
this problem 1s 2 warning we must heed as we move toward a national
attendant services system in America.

I am even more firmly convinced after reading this monograph that
consumer ccniiol is the single most important element in the attendant
service systern we are trying to creaie. We as users of the service must have as
much power as we can responsibly maintain to choose the provider and
determine how and when the services are provided. The situation where an
unknown and different person coula appear at each call and where all service
needs must be met - ring traditional business hours is an atrocity. It
accurately refiects the shallow understanding of disability that has prevailed
among able bodied service providers. The degree to which disabled Swedes
have internalized this understanding is evidenced by the fact that they
tolerated this system for three decades before realizing its effects and
protesting,.

Conceiving of attendant services in terms so heavily laden with
bureaucracy is foreign to me. In my own life, I perceive of personal assistance
as a relationship more than a service. I now have what I consider to be an
ideal system for having my attendant needs met. I have arrived at it after
many hard years of experiientation and deliberation. I have discovered that
could never pay my attendants what they are worth—how could I measure in
money my very link to existence? I have also discovered that there are many
people in the world who need money but have other needs which rank
higher, needs such as planning their future, gaining cultural experiences,
receiving emotional support for their interests and studies, etc. When I
search for an attendant, I carefully consider their life situation and
aspirations and compare these to what I can offer personally and financially.
Granted, a certain amount of money provided directly or indirectly for living
expenses at least is usually required, and whoever controls this amount often
controls the conditions of the service. Fortunately, I am able to meet this
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requirement through carnings. However, 1 spend a great deal of time
analysing what clse my attendants need and how I can create positive
monunments in their lives. In return, I have gotten reliable and high quatity
asdistance when I need it, cheerfully provided, and with a willingness to be
flexible when necessary.

Il we accept that individuals' needs are best met by personal support
systems they design for themselves, and that the most productive
relationships result when the higher life needs of both the disabled individual
and the attendant are met, then we must focus on developing funding
mechanisms which enhance and do not destroy these elements. As we in
America actively advocate for a national attendant services program, let us
not make the same mistake as the Swedes of being convinced that the
bureaucratic approach to this problem will yield a humanistic result.

The following fourteen points which should characterize a national
attendant services system were drafted at a conference sponsored by the
World Rehabilitation Fund and further refined at 4 symposium sponsored by
the National Council on the Handicapped:

® serve people with all types of disabilities on the basis of functional

need,

® serve people of all ages,

® provide for the optimum degree of self-direction and self-reliance as

appropriate for individual consumers,

® include assistance with personal, cognitive, communicative,

domestic, and other related services,

® include 24 hour, 7 day/week services, short term (respite), and

emergency assistance as needed,

® not create disincentives to employment,

® be accessible to people at all income and asset levels with cost

sharing as appropriate,

®* be available wherever needed (e.g., home, work, school,

recreation, travel),

® offer the consurner a range of employer/employee and contract

agency relationships,

® provide reasonable wages and basic benefits for attendants,

® provide for training of administrators and staff of provider

organizatiors

¢ provide for recruitment and training of attendants as needed,

® provide for outreach and training of consumers as needed,

*® require significant participation of consumers in program policy

determination and administration.

Of these characteristics, the last two are of paramount importance.
Traditionally, focus has been placed on training attendants. It is far more
essential that the individual with a disability receive training to develop to
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their maximum potentinl the skills of a teacher, psvehologist, manager,
evaluator, and arbitrator. As a prevention against u stagnated  praternetisti
system, individuals with disabilities who understand the im; ortan-e of
consumer control must significantly participate in determining policy and
administrative practices. Then there will be greater ensurance of the
continuous development of a system which truly responds to the quadity of
life needs of the population it is designed te « 'rve,
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COMMENTARY
Gerben DeJong, Ph.D.
National Rehqbl’lltatlon Hospital

Beyond Professional Self-Interest

Seldom have I seen a consumer perspective with respect to personal
assistance so methodically and forcefully articulated. Dr. Ratzka's
monograph gives consumer perspective the depth it needs to challenge
professional interventions gone awry hecause of unexamined assuinptions
rooted in a professional self-interest. By using the backdrop of
Sweden—~where a high level of funding support would suggest more ideal
conditions—Ratzka skillfully underscores how misguided assumptions and
professional turf issues can compromise the aspirations of persons with
disabilities.

Since I find little with which to disagree, my comments will be limited
mainly to underscoring and extending some of the observations made by
Ratzka. The remainder of my comments are dirccted to five issucs: (1) the
compartmentalization qf personal assistance services, (2) the
status of attendants, (3) ideological criticism, (4) proposed
evaluation criteria, and (5) research issues.

Compartmentalization of Personal Assistance Services

One of Ratzka's most important contributions is his term
‘‘compartmentalization.”” This term captures one of the main pitfalls of
traditional in-home services, namely the degree to which various tasks in the
home—from bodily care to housekeeping—are compartmentalized among
various service providers. Each provider, as Ratzka notes, has its own
eligibility criteria, hours of service, and service protocols. Ratzka observes
that the ‘‘most far-reaching consequence—is the sense of alienation and
powerlessness which the division of responsibility...breeds in consumers.”’
The problem of compartmentalization is one of the more important reasons
why consumers have turned to an all-in-one service provider such as
attendants or personal assistants.

By using the term ‘‘compartmentalizaton’’ —rather than the overused
term, ‘‘fragmentation,” —Ratzka draws attention to the turf issues inherent
in professionally directed personal assistance services. However, | wish that
Ratzka had gone further in tracing the roots of compartmentalization and turf
consciousness. In the United States and elsewhere, one important source of
cornpartmentalization is the commitment of allied health professionals to the
medical model. More specifically, compartmentalization has its origins in the
professional insecurities of home health providers whose claim to Jegitimacy
and resources is still contingent on their allegiance to a medical hierarchy.
These commitments and allegiances often result in a well-drawn line
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hetween personid and nonpersonal care nedvitles, Hands-on poersonal care |8
something traditionally reserved for medically supervised providers, 1 would

like to have hear’ Sout the extent to which these conditions prevail in
Sweden and hos castonally erected boundaries might e vsed to serve
the interests of i with disabilitios.

The Status of Attendants

The status of attendsnts or personal assistants needs clarification. Ratzka
ohserves the ever-present tendency toward professionalism which is often
legitimized by training, credentializing, and the setting of experience
requirements, All these factors undermine consumer control and contribute
to the compartmentalization noted above,

In the final analysis, Ratzka does not come to 8rips as to what the status of
attendants or personal assistants might be. He rightfully notes the need for
higher wages but higher wages alone will not address the need for a
professional identity and professional scif-esteem.

If creeping professionalism is to be avoided, it appears that attendants
raust, for the most part, be drawn from persons for whom the provision of
personal assistance is secondary to other personal and professional goals,
e.g., students, homemakers, and other persons in various stages of transition
between scuool, home, and work life. The supply of such persons is likely to
be uneven from community to community, especially in more rural areas.

Ratzka also does not come to terms with the commitment that social
democracies such as Sweden and the Netherlands have toward making sure
that all workers are fully protected by, and participate in, their respective
social insurance programs. These programs are complex and impose
burdensome paperwork requirements on employers. In the Netherlands, at
least, the use of Fokus-employed attendants are designed, in part, to facilitate
compliance with the country's complex labor and insurance laws. I do not
intend here to erect new reasons that might be used to preclude
consumer-directed personal assistance, but I do believe that these issues are
not trivial especially if the egalitarian principles that drive the independent
living movement are also going to be made applicable to attendants and
service providers.

Ideological Criticism

Ratzka reflects on criticism made by the political left in Sweden, namely,
that consumer-directed model of personal assistance is ‘‘individualistic’’ and
“elitist.’’ Such criticism is surprisingly more widespread in Western Europe
than American readers may think. Part of the argument is that a consumer
based model could only have been spawned in the United States with its
commitment to individualism and capitalistic market systems. While such
criticisms are not without some basis, they tond to greatly oversimplify issues
and often mask professional self-interest. Some of these reactions are of the
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knee-jerk variety supgesting that anything Ameriean must e incividuabistie,
While Western Enropean countrles provide for a far more ndoequate standard
of Hving for persons with disabliftios, the provisions of services are ofton
based on the assumption that consutners lack the competence with which to
direct thelr own fives, Ratzka ts correct in resisting such ideologlenl pigeon
holing but again could have gone further in uncavering the professional
sell' Interest which sometimes motivates such ideologicn) eritielsi,

Proposed Evaluation Criteria

One of the monograph's most. significant contributions s it proposed
consumer-oriented quality criteria to be used in evaluating difforent personal
agsistance systems. Proposed criterla include the range of tasks cacried out
by assistants, geographical mobility permitted, consumer control, and other
criteria. I belleve that these criterla, with some refinement, should be used In
the United States whenever personal assistance systems are being planned,
developed, or reviewed. These eriteria could serve ag a counterweight to the
propensity of program ucelopers to accommodate established service
providers.

The development of a quality index would not be all that dit7eult, As
Ratzka suggests, weights for each criterion would have to be developed. |
would propose that a weighting system be developed in concert with a
diverse but representative panel of existing and prospective personal
assistance users. My guess is that the panel would exhibit a much higher
degree of consensus than the panel’s diversity would 3uggest.

Other Research Issues

Ratzka raises two other research issues which I would like to address: @)
needs assessment and (2) the effect of consumer control on independent
living outcomes,

Needs Assessment. Ratzka observes that there has been great
variation in estimates regarding the need for personal assistance services.
The estimated need is a continuing debate in the United States as well. To
resolve this debate, a two-pronged approach is needed. First, we need to
make use of national survey research such as the Health Interview Survey
conducted annually among 55,000 households by the National Center for
Health Statistics. It may be necessary to append several questions to
ascertain more specifically the scope of the need at a national level. Second,
we need to look at the experience of states with mature attendant services
programs to ascertain the probable demand for personal assistance.

Consumer Control and IL Outcomes. Ratzka proposes that a study
be conducted to test the hypothesis that consumer-controlled personal
assistznce leads to greater consumer satisfaction; more productive lifestyles;
and fewer medical complications resulting in unscheduled rehospitalizations.
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Unlike o docade ngo, such o study s now feasible given the number of
attendant service users today and the varying degree of consumer control
alforded by varlons state programs. Such astudy wotlld go u long way in
solidifying the position of attendant. services within the spectnum of
Ameriean health and lnunan serviees,

Iinplicit In Ratzka's proposal is w problem not adequiately recognized by
many. Persons with severe neurological impnirments are not by definition
sick but, If inactive, can compromise their thinner margin of good heaith
leading to preventable complications und prolonged hospitalizations,
Rescarch studies have shown that the extent of unscheduled hospitad re-
admissions is fur more serfous than first thought. {f the consumer-directed
nature of personal ussistance services can be demonstrated to foster more
active lfestyles and thus prevent rehospitidizations, the consumer-directed
model may have all the economice justification it may need.

In Closing

At the core of most attendant services s the provision of hands-on bodily
care that has special significance for both disabled and nondisabled persons.
It is in the maintenance of our own bodily care that we first learn to become
independent in our childhood years. Thus, to surrender control over our own
bodily care is ultimately infantalizing—a point constantly overlooked by even
the best intended health and human service professionals and one of the
reasons why a consumer perspective is so badly needed.

The provision of personal assistance services—especially the elernent of
consumer control—provides remarkable insight as to how a society perceives
its most disabled citizens. Nearly every aspect of how personal assistance
services are rendered offers revealing insights. Ratzka's monograph outlining
a consumer perspective also offers an important benchmark by which a
society’s attitudes and commitment to the needs of disabled persons can be
evaluated.
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Gerd Elimfeldt
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#28  Societal Provision for the Long Term
Needs of the Mentally and Physically Dicabled
in Britain and in Sweden Relative tod e e
Making in Newborn Intensive Carc i
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Paul Cornes, Univeristy of Edinburgh,
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